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HEALTH  CARE  REFORM:  IMPLICATIONS  FOR 

SENIORS 


WEDNESDAY,  MAY  18,  1994 

U.S.  Senate, 
Special  Committee  on  Aging, 

Lansing,  MI. 

The  Committee  met,  pursuant  to  notice,  at  10  a.m.  at  Lansing 
Center,  333  East  Michigan  Avenue,  Lansing,  Michigan.  Hon.  Don 
Riegle  (acting  chairman  of  the  Committee)  presiding. 

Present:  Senator  Riegle. 

Staff  present:  John  Sciamanna  and  EHzabeth  Gertz. 

OPENING  STATEMENT  OF  SENATOR  DONALD  W.  RIEGLE,  JR., 

ACTING  CHAIRMAN 

Senator  Riegle.  The  Committee  meeting  will  come  to  order.  I 
want  to  welcome  all  those  in  attendance  this  morning.  We're  going 
to  continue  to  have  people  coming  in  from  downstairs,  but  I  want 
to  start  because  we  have  a  number  of  important  witnesses  to  hear 
from  this  morning. 

This  is  an  especially  meaningful  and  important  health  reform 
hearing  today  with  its  potential  impact  on  seniors.  And  I  want  to 
thank  The  Board  of  Senior  Power  Day  for  their  leadership  in  help- 
ing us  to  put  this  together. 

I  don't  know  if  you  can  hear  well  enough  in  the  back  of  the  room. 
I'll  try  to  speak  right  into  this  microphone  because  you're  never 
sure  in  these  rooms  how  the  sound  works. 

This  is  a  hearing  of  the  U.S.  Senate  Special  Committee  on  Aging. 
And  our  hearing  as  part  of  Senior  Power  Day  has  been  officially 
recognized  by  the  White  House  Conference  on  Aging,  so  our  hear- 
ing today  will  be  a  part  of  the  official  conference  record  when  it 
convenes  next  spring  in  Washington,  D.C.  for  the  White  House 
Conference. 

Those  of  you  who  were  downstairs  and  had  a  chance  to  hear  Hil- 
lary Clinton  speak  to  us  just  a  few  minutes  ago  know  from  that  ap- 
pearance and  also  from  all  the  other  things  that  have  happened, 
the  very  strong  commitment  that  the  President  and  the  First  Lady 
have  made  to  this  health  care  reform  issue. 

Within  that  issue,  there  are  a  number  of  absolutely  critical  is- 
sues that  affect  seniors.  Certainly  the  prescription  drug  question, 
home  health  care,  the  issue  of  having  health  insurance  for  early  re- 
tirees, a  group  that's  growing  in  our  country,  a  very  significant 
group  here  in  Michigan. 

Many  times  people  who  are  not  old  enough  to  qualify  for  Medi- 
care have  ended  their  work  careers,  may  not  be  able  to  work,  or 
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may  not  be  able  to  find  work.  Private  insurance  is  prohibitively  ex- 
pensive for  many  of  them. 

Many  of  them  do  not  have  carry  over  insurance  from  their  earlier 
employment  and  so  they're  just  out  there  in  a  very  difficult  situa- 
tion until  they  finally  reach  Medicare  age. 

These  are  problems  that  are  dealt  with  in  the  health  care  pro- 
posal that  the  President  has  put  forward  and  it's  something  that 
I  think  we  have  to  make  sure  we  get  accomplished  this  year. 

It  was  60  years  ago  that  we  initiated  Social  Security  and  thank 
God  we  did  because  imagine  where  we  would  be  today  without  it. 
And  then  30  years  later,  we  had  the  advance  of  Medicare.  And  you 
might  think  about  where  we  would  be  today  without  Medicare. 

I  know  I've  gone  through  this  situation  of  losing  both  my  parents 
in  the  last  2  years.  And  both  involved — in  one  case,  my  father's 
several  weeks  in  the  hospital,  as  he  was  trying  to  recover  and  we 
were  hoping  perhaps  he  could  recover. 

But  as  I  was  there  with  him  and  seeing  so  many  other  families 
that  I've  known  over  the  years  in  my  hometown  of  Flint,  I've  seen 
there,  as  I  have  all  across  the  State  of  Michigan,  the  tremendous 
situations  that  arise  within  families,  not  just  when  people  are  sen- 
ior age,  of  all  ages,  but  very  particularly  at  that  age.  And  these  are 
issues  that  have  to  be  dealt  with  in  this  health  care  reform  pack- 
age. 

You  should  know  that  in  Michigan  today  we  have  fully  1  million 
adults  who  have  no  health  insurance.  In  some  respects,  even  worse 
than  that,  we  have  300,000  Michigan  children  today  who  have  no 
health  insurance. 

We're  not  talking  about  Bangladesh  or  South  Africa  or  some 
other  country  that  is  thought  of  as  an  underdeveloped  country. 
We're  talking  about  our  own  country  and  we're  talking  about  our 
own  State. 

There  are  people  in  this  room  and  within  walking  distance  of  this 
room  who  have  no  health  insurance  at  the  present  time,  can't  af- 
ford to  buy  it  or  even  if  they  have  some  money  to  buy  it,  the  insur- 
ance companies  don't  want  them  because  they  may  have  a  pre-ex- 
isting condition  or  their  profile  would  cause  the  insurance  company 
to  say,  'Well,  we  don't  want  to  insure  that  person  because  they 
might  have  a  claim  on  the  policy."  These  things  need  to  change. 

There's  a  lot  in  our  health  care  system  that  works  well  and 
works  properly  and  we  want  to  keep  those  things.  The  parts  that 
are  not  working  well  or  that  need  to  be  reengineered,  for  example, 
a  common  insurance  form  and  some  of  the  other  kinds  of  things  are 
changes  that  it's  time  to  make. 

I  want  to  now  zero  in  on  three  issues  that  relate  directly  to  sen- 
iors and  to  early  retirees.  I  want  to  talk  first  in  reference  to  this 
chart  about  what  has  happened  to  drug  prices,  prescription  drug 
prices  in  the  United  States  just  since  1980. 

And  if  you  see  over  on  the  left  side  of  this  chart,  if  you  look  at 
the  general  inflation  since  1980  up  to  the  present  time  of  all  the 
other  goods  that  one  buys  in  the  society,  the  inflation  over  that  pe- 
riod of  time,  some  13  years,  has  been  48.6  percent. 

But  if  you  take  a  look  over  here  in  the  red  area,  216.4  percent 
is  the  price  inflation  on  prescription  drugs  since  1980. 


And  you  look  at  the  difference  here  and  you  say  to  yourself, 
"Why  is  it  that  we're  seeing  this  kind  of  tremendous  price  inflation 
on  prescription  drugs  and  yet  every  other  item  in  our  entire  econ- 
omy is  showing  a  substantially  lower  inflation  rate?" 

Now,  some  of  that  may  be  justified  with  new  research.  A  lot  of 
it,  I  think,  is  not  justified.  But  the  simple  fact  is,  if  you  need  medi- 
cine to  stay  alive  or  to  stay  out  of  the  hospital  or  stay  out  of  a  nurs- 
ing home  and  you  don't  have  the  money  to  pay  for  these  prescrip- 
tion drugs,  then  you're  in  an  impossible  situation. 

And  we  need  to  solve  that  problem.  Because  by  solving  it,  we're 
going  to  save  money  and  we're  going  to  help  people. 

Now,  there  are  going  to  be  some  people  who  say,  "Well,  no,  that's 
not  right."  In  fact,  even  some  of  the  drug  companies.  You'd  think 
they'd  want  a  prescription  drug  benefit.  Some  do;  some  don't.  Some 
of  the  ones  that  don't  are  concerned  that  it's  going  to  bring  too 
much  attention  to  price  inflation. 

I  think  the  bottom  line  that  seniors  and  thoughtful  citizens 
should  insist  on  is  we  need  to  have  a  prescription  drug  benefit  in 
this  health  care  reform  program  so  that  people  don't  have  to  go 
hungry  or  they  don't  have  to  be  in  a  situation  where  they  can't 
heat  their  house  properly  in  the  wintertime  because  they're  having 
to  take  the  money  to  buy  the  medicine  to  stay  out  of  the  hospital 
or  the  nursing  home. 

Now  that's  a  problem  we  can  fix  and  we  ought  to  fix  it  in  this 
plan. 

Let  me  mention  another  one.  Long-term  care.  We  know  that  in 
many  cases  home  health  care  can  work  for  many  people  for  a  long 
time. 

My  mother  was  a  fiercely  independent  woman  and  she  was  a  dia- 
betic so  she  needed  certain  kinds  of  home  health  care,  but  the  last 
thing  in  the  world  she  wanted  to  do  is  go  to  a  nursing  home.  So 
she  insisted  that  she  stay  in  her  house  as  long  as  she  possibly 
could. 

But  I've  seen  in  that  case  and  hundreds  and  thousands  of  other 
cases  in  Michigan  that  if  we  can  have  home  health  care  and  some 
long-term  care  support  of  the  kind  that's  needed  in  the  given  situa- 
tion, we  can  substantially  improve  the  quality  of  life  for  that  per- 
son, for  the  rest  of  their  family,  and  in  the  end,  we  can  save  money. 

What  we  should  not  have  is  a  situation  where  if  a  person  needs 
long-term  care,  they  have  to  go  on  public  assistance  in  order  to  get 
it. 

The  way  the  system  works  now  is  that  you  spend  down  your  as- 
sets, and  divest  yourself  of  your  life  savings — it  doesn't  take  long 
if  you're  in  a  nursing  home.  With  nursing  home  costs  per  month 
these  days,  you  can  whittle  away  a  whole  lifetime  of  savings  in 
nothing  flat. 

Then  the  issue  is  you've  got  to  impoverish  yourself  and  go  on 
public  assistance  and  qualify  for  Medicaid  to  be  able  to  get  that 
kind  of  help. 

Now,  why  do  we  want  to  have  American  citizens  put  in  that  situ- 
ation in  order  to  get  the  help  that  they  need  to  have?  Why  do  we 
do  that  to  ourselves? 

There's  no  sense  in  that  and  there's  no  real  justice  or  decency  in 
it  and  we  need  to  change  it.  And  this  is  still  a  government  of  the 


people  and  we  have  the  power  to  make  these  changes  and  we  ought 
to  make  them  right  now  before  any  other  people  get  caught  in  this 
situation,  have  their  lives  ground  up  because  the  way  the  system 
is  working,  because  the  system  isn't  working  properly. 

Another  thing  that  I  want  to  mention  is  this:  The  early  retirees, 
I  touched  on  it  a  minute  ago,  we've  got  a  lot  of  early  retirees  in 
this  State;  some  had  to  retire  because  of  health  considerations, 
some  had  to  retire  because  their  jobs  disappeared  and  went  to  Mex- 
ico or  to  Japan  or  some  other  place. 

Many  times  people  who  are  out  younger  than  65  or  younger  than 
62  cannot  find  alternate  work  or  their  health  won't  permit  them  to 
be  able  to  work  and  that's  the  box  they're  in,  if  they  don't  have 
carry  over  insurance  from  their  previous  emplo3rment  and  most 
don't. 

Now,  we're  fortunate  for  the  auto  retirees  that  they  do,  but  most 
retirees  do  not.  And  they  can  be  in  a  situation  where  they're  with- 
out health  coverage  and  the  insurance  companies  don't  want  them. 
Or  if  they  want  them,  they  want  them  at  a  rate  that  nobody  can 
afford  to  pay.  Well,  we  can't  have  that. 

We  ought  to  be  organizing  the  insurance  companies  and  the  in- 
surance system  so  it  helps  the  people.  There's  a  way  to  do  this  and 
still  earn  a  return  on  capital  and  a  fair  profit  and  do  it  in  a  way 
that  doesn't  cause  people  to  have  their  lives  ripped  apart. 

So  if  you  take  an  early  retiree  who  is  in  their  late  50's,  maybe 
they  have  a  health  problem,  maybe  they  have  a  diabetic  condition 
or  something  else  of  that  kind,  we  have  to  be  sure  that  they  have 
access  to  affordable  insurance,  health  insurance  protection  and  it's 
going  to  provide  what  they  need. 

And  I'll  tell  you  this,  my  28  years  in  the  Congress,  I've  seen  us 
build  enough  high  cost  items,  nuclear  warheads,  bombers,  battle- 
ships, all  kinds  of  things. 

We've  got  a  lot  of  veterans  in  this  room  today  who  over  the  years 
served  and  have  seen  how  we  spend  our  money  on  the  weapon's 
side  of  our  national  defense  effort. 

Well,  part  of  our  national  defense  has  to  be  to  look  after  the 
health  of  our  people.  And  the  point  is,  we've  got  the  resources  to 
do  this  if  we're  intelligent  about  how  we  engineer  the  system. 

And  it's  significant  that  every  other  country  in  the  world,  every 
other  advanced  country  in  the  world  now  has — one  form  or  another 
of  health  care  where  they  get  health  care  coverage  to  everybody 
and  it  costs  them  less  than  it's  costing  us  and  we  still  have  40  mil- 
lion people  left  out  of  the  system,  including  a  million  here  in  Michi- 
gan. 

But  importantly  in  the  senior  group,  we've  got  to  pick  up  these 
early  retirees  who  cannot  work  in  many  cases  and  who  can't  get 
in  health  insurance  coverage  and  who  have  to  have  health  insur- 
ance coverage  and  shouldn't  have  to  become  poverty  cases  or  home- 
less people  in  order  to  try  to  get  the  money  they  need  just  to  hold 
body  and  soul  together. 

So  that's  why  we  have  government  in  America.  Some  people  can 
say,  "Well,  maybe  I  don't  like  the  government."  Well,  the  govern- 
ment is  us  and  it  ought  to  do  what  we  think  should  be  done. 

In  the  area  of  health  care,  if  we  don't  have  an  encompassing  sys- 
tem that's  fair  and  efficient  and  that  sees  to  it  that  we  get  the  care 


we  need,  what's  going  to  happen  is  you're  going  to  have  a  lot  more 
heartache  and  suffering  and  it's  going  to  end  up  costing  us  more 
at  the  same  time. 

Well,  we're  too  smart  for  that  and  we  ought  to  be  too  humane 
for  that  to  settle  for  that  kind  of  a  situation.  So  this  is  the  year 
to  try  to  get  it  changed  and  get  it  done. 

I've  said  enough.  I  want  to  introduce  our  first  panel  who  are  here 
today.  I  want  you  to  hand  up  questions  that  you  may  have,  too,  in 
the  course  of  our  hearing  this  morning.  And  if  time  permits,  after 
we've  heard  from  our  witnesses,  we'll  try  to  take  some  of  those 
questions. 

Our  first  panel  is  consisting  of  individuals  and  families  who  are 
experiencing  real  tough  problems  with  the  current  health  care  sys- 
tem. 

I'm  going  to  introduce  each  one — one  is  going  to  get  a  special  in- 
troduction from  the  table — then  we'll  hear  a  summary  from  each  of 
them  on  what  their  problems  are  and  some  ideas  as  to  how  we 
might  go  about  addressing  and  fixing  those  problems. 

Carol  Chapman  is  a  63-year-old  uninsured  woman  from  Rogers 
City.  She  is  currently  suffering  from  Graves  disease  which  has 
caused  her  eyesight  to  deteriorate  badly. 

She  applied  for  Medicaid  and  was  denied  the  coverage.  She  is  not 
yet  eligible  for  Medicare.  And  she's  going  to  discuss  with  us  the 
high  cost  of  health  care  for  uninsured  people  in  a  situation  such  as 
she  is  facing. 

Then  we're  going  to  hear  from  Orville  LaGuire  who  is  from  here 
in  Lansing  who's  going  to  talk  about  prescription  drug  and  medical 
costs.  Orville  is  going  to  be  introduced  by  Kate  Carr  who  is  the  wife 
of  Congressman  Bob  Carr  whose  district  covers  this  Lansing  area. 

And  Bob  Carr  is  also  a  member  of  the  Michigan  Senior  Power 
Day  Board.  His  office  was  instrumental  in  securing  Orville  as  a 
witness  for  us  today. 

Then  next  you'll  hear  from  Lisa  Minott  who  is  from  Kalamazoo. 
She  is  the  primary  caregiver  for  her  elderly  and  disabled  mother 
Margaret  who  is  69  years  old  and  suffers  from  Parkinson's  disease. 

Lisa's  going  to  talk  about  the  demands  that  fall  on  her  because 
there  is  no  national  long-term  health  care  program  for  folks  like 
her  mom. 

And  then  finally  we're  going  to  hear  from  Debbie  and  Rick  Ar- 
nold who  live  in  Pontiac.  Their  son  Christopher  suffers  from  an  im- 
mune deficiency  disorder  which  has  resulted  in  very  expensive 
medications  and  surgery. 

The  family  health  plan  does  not  fully  cover  the  costs  of  their 
son's  need.  And  they're  here  to  talk  about  the  current  health  care 
situation  that  they're  up  against  like  so  many  others. 

So  we'll  start  with  Carol  Chapman. 

[The  prepared  statement  of  Senator  Riegle  follows:] 

Prepared  Statement  of  Senator  Donald  W.  Riegle,  Jr. 

Welcome  to  this  important  hearing  on  health  care  reform  and  its  potential  impact 
on  seniors.  I  woiild  like  to  thank  the  board  of  Senior  Power  Day  for  being  a  valuable 
resource  in  putting  this  event  together. 

This  gathering  marks  the  20th  anniversary  of  the  Senior  Power  Day  event,  and 
I  want  to  congratulate  all  the  members  of  this  organization  for  your  dedication  and 
hard  work  over  the  years.  The  Senior  Power  Day  Organization  have  not  only  made 


a  difference  for  seniors  but,  through  your  efforts  on  such  issues  as  universal  health 
coverage,  you  are  making  a  difference  for  all  the  people  of  Michigan. 

This  hearing  of  the  U.S.  Senate  Special  Committee  on  Aging  has  been  officially 
recognized  by  the  White  House  Conference  on  Aging.  As  such  it  will  be  part  of  the 
official  Conference  record  when  it  convenes  next  spring  in  Washington,  D.C. 

President  Clinton  and  Mrs.  Clinton  have  shown  great  leadership  in  bringing  this 
issue  to  the  political  forefront.  Mrs.  Clinton  joined  us  by  satellite  earlier  today. 

There  is  growing  consensus  that  a  health  care  reform  plan  must  be  hammered 
out  and  adopted^ust  as  Social  Security  was  nearly  60  years  ago  and  Medicare 
some  30  years  later.  To  develop  that  consensus  on  health  care  reform  I  have  held 
close  to  40  public  hearings  and  forums  across  Michigan  and  in  Washington  to  gather 
all  the  facts,  consider  our  options  and  build  public  support  for  a  comprehensive  over- 
haul of  our  system.  This  hearing  continues  the  process.  As  Chairman  of  the  Sub- 
committee on  Health  for  Families  and  the  Uninsured  and  a  member  of  the  Commit- 
tee on  Aging,  I  will  continue  to  solicit  the  views  of  Michigan  citizens  to  make  sure 
the  final  plan  addresses  the  unique  health  care  needs  of  our  state. 

With  leadership  from  the  White  House,  the  time  has  finally  come  to  take  action. 
It  is  time  to  provide  health  care  coverage  to  the  1  million  people  and  300,000  chil- 
dren in  Michigan  who  do  not  have  insurance.  It  is  time  to  provide  health  security 
to  people  who  fear  losing  their  coverage  because  of  rising  costs  or  pre-existing  condi- 
tions. And  it  is  time  to  provide  prescription  drug  and  home  health  coverage  to  senior 
citizens  in  need. 

Quality,  affordable  health  care  coverage  needs  to  be  available  to  all  Americans  al- 
ways. A  critical  part  of  this  is  getting  health  care  cost  under  control.  In  the  United 
States  we  spend  more  than  any  other  nation,  but  we  don't  cover  everyone  and  we 
do  not  have  the  best  health  outcomes.  Every  year  costs  go  up  and  so  does  the  num- 
ber of  uninsured.  We  need  to  make  the  systems  more  efficient. 

In  reforming  the  Nation's  health  care  system  we  need  to  keep  what  works  and 
fix  what's  broken.  The  Medicare  program  has  served  seniors  well  and  it  must  con- 
tinue to  provide  access  to  the  highest  quality  of  care.  Health  care  reform  should  also 
serve  as  an  opportunity  to  address  some  of  the  health  care  problems  still  facing 
older  Americans.  These  include:  prescription  drugs  coverage,  long-term  care,  and 
gaps  in  health  care  coverage  for  early  retirees.  These  concerns  and  others  are  de- 
tailed in  the  Senior  Power  Day  Platform,  and  ask  that  this  resolution  be  included 
in  the  hearing  record. 

The  importance  of  prescription  drug  coverage  cannot  be  overstated,  and  this  is 
particularly  true  for  senior  citizens.  A  recent  report  by  the  AARP  showed  that  near- 
ly half  of  senior  citizens  have  no  prescription  drug  coverage.  This  has  become  an 
even  greater  problem  as  the  cost  of  prescription  drugs  continues  to  soar.  As  we  can 
see  from  Chart  I,  since  1980  drug  prices  have  increased  four  and  one-half  times 
greater  than  general  inflation.  These  costs  hit  seniors  particularly  hard  because 
they  take  more  than  three  times  as  many  prescription  drugs  as  the  rest  of  the  popu- 
lation. In  fact,  prescription  drugs  are  the  highest  medical  costs  for  3  out  of  4  Medi- 
care beneficiaries. 

We  also  need  to  address  the  issue  of  long  term  care  coverage.  Over  the  course  of 
our  lives,  the  need  for  long-term  care  will  touch  most  if  not  all  of  us  in  some  form. 
I  am  particularly  concerned  that  people  receive  care  in  the  setting  which  is  most 
appropriate  for  them,  whether  it  is  in  their  home  or  in  a  long-term  care  facility.  As 
we  can  see  from  Chart  II,  we  spend  a  lot  more  money  on  nursing  home  care — $53.1 
billion,  than  we  do  on  home  health  care — $6.9  billion.  There  is  a  clear  bias  toward 
nursing  homes  which  is  taking  choice  away  from  seniors. 

This  chart  also  shows  that  the  majority  of  money  for  nursing  home  care  comes 
mainly  from  two  sources — families  in  the  form  of  out-of-pocket  costs  and  the  Medic- 
aid low  income  program.  So  if  you  or  a  family  member  needs  nursing  home  care, 
there  is  a  good  chance  you  will  have  to  spend  all  your  assets  to  qualify  for  Medicaid. 

Another  important  issue  is  the  treatment  of  early  retirees — people  not  working 
and  between  the  ages  of  55  and  65.  As  we  can  see  from  Chart  III  this  group,  like 
people  over  65,  are  a  growing  portion  of  the  population.  These  people,  who  are  not 
yet  eligible  for  Medicare,  are  being  particularly  hurt  by  the  current  health  care  sys- 
tem. They  have  trouble  getting  affordable  care.  About  2.7  miUion  Americans  be- 
tween age  55  and  65  have  no  health  insurance  at  all.  Early  retirees  have  more 
health  care  needs  than  younger  populations,  they  are  often  on  fixed  incomes,  and 
have  limited  work  options. 

I  will  be  working  hard  in  the  Senate  to  come  up  with  a  plan  that  guarantees  uni- 
versal coverage,  and  address  each  of  these  important  concerns.  The  Senate  Finance 
Committee,  of  which  I  am  a  member,  is  just  completing  a  series  of  health  care  re- 
form hearings.  In  these  next  few  weeks  we  will  be  meeting  to  put  together  a  Fi- 
nance Committee  version  of  health  care  reform.  We  hope  to  report  a  bill  to  the  Sen- 


ate  by  the  end  of  the  month  or  in  early  June.  A  similar  process  is  going  on  in  the 
Senate  Labor  and  Human  Resources  Committee  as  well  as  in  several  committees 
in  the  House  of  Representatives.  This  is  an  ambitious  schedule,  but  it's  one  we  need 
to  stick  to  in  order  to  pass  a  bill  this  year. 

In  an  effort  to  put  a  human  face  on  the  health  care  crisis,  each  week  I  speak  on 
the  Senate  floor  about  a  different  Michigan  family's  tragic  experience  with  the 
health  care  system.  So  far  I  have  described  the  health  care  difficulties  faced  by  51 
of  Michigan's  individuals  and  families.  Three  of  these  family  members  are  here 
today  to  testify.  They  and  several  other  witnesses  will  speak  from  first  hand  experi- 
ence about  some  of  the  problems  with  the  current  health  care  system,  and  several 
experts  who  can  provide  us  with  additional  insights.  Let's  begin  with  the  first  panel. 
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Drug  Inflation  Increased 

Four  and  One-Half  times 

General  Inflation 

1980-1993 


48.6% 


General  Inflation 
(PPI) 


Drug  Inflation 
(PPI-  Rx) 


Source  :  Bureau  of  Labor  Statistics 

PPI  =  Producer  Price  Index,  which  measures 
inflation  at  manufacturers'  level 


O) 


LL. 
O 

c5 
O 

E 
o 

c 
o 


C/) 

CD 
O 

3 
O 


CO 


> 


=1 
o 
03 


^'-'l 


10 


lO 

o 

CM 
I 

o 
o 


O 

0)   -^ 

<  i 

^»  -J 

n  % 

+  S 

in 
in 

o 

< 

c 
o 

a 
o 

O- 


(O 

+ 

5 

12 

If^ 

t^ 

■ 

o 

J-) 

3 

CM 

O 

S 

eh 

C\J 

00 

O) 

o 

^— 

22 

?»- 

o 

(0 

CJ 

D 

c 

o 

« 

CM 

o 

CD 

CNJ 

o 

o 

o 

CNJ 

o 

2 

o 
o 

LO 
C\J 

o 

a 

CM 

(A 

<s> 

o 

cr> 

(/) 

^- 

« 

•c 

o 

00      V. 

05    ra 

en 

T-           0) 

o    > 

o 

r^ 

CO 

o> 

"5 

^~ 

Q. 

o 

o 

a. 

CD 

<J) 

c 

<u 

o 
in 

3 

o 

05 

d 

^~ 

o 

o 

ra 

Tf 

Oi 

& 

a. 

o 

0) 

c^ 

£ 

CT) 

■»- 

o 

o 

0) 

CM 

S 

o> 

3 

W 

O 

c» 

CO 

■^ 

c 

O 

c 
0) 

o 

a 

o 

O 

O 

o 

o 

o 

o 

S     1 

CM 

O 

CO 

(O 

** 

CVJ 

3 

r- 

" 

o 

Si^/c 


11 

STATEMENT  OF  CAROL  CHAPMAN,  ROGERS  CITY,  MI 

Ms.  Chapman.  Okay.  Thank  you.  Your  Honorable  Senator  Riegle, 
panel  members  and  guests,  I  would  like  to  introduce  myself  and 
tell  you  about  my  life  for  the  past  year. 

My  name  is  Carol  Chapman.  I  am  62,  will  be  63  in  August. 

Senator  RiEGLE.  I'm  sorry.  I  gave  you — I  celebrated  your  birth- 
day a  little  early.  I  didn't  mean  to  do  that.  That's  a  sensitive  issue. 
I  apologize  for  that. 

Ms.  Chapman.  Okay.  I  am  a  62-year-old  female  who  is  experienc- 
ing a  life  threatening  disease  without  medical  insurance.  I  am  not 
old  enough  for  the  coverage  by  Medicare  and  I  have  applied  and 
have  been  denied  Medicaid. 

In  January  1993,  I  went  to  see  Dr.  Susan  Howard,  my  family 
doctor,  because  I  was  not  feeling  well.  Dr.  Howard  gave  me  a  com- 
plete physical,  including  blood  work.  And  the  blood  tests  indicated 
arthritis  and  thyroid  problems.  I  was  not  prescribed  any  medica- 
tion at  this  time. 

At  this  time  I  was  working  as  a  private  pay  provider  for  an  elder- 
ly lady  and  it  seemed  as  though  I  was  getting  sicker  every  day.  I 
was  experiencing  diarrhea,  nausea,  rapid  heart  rate,  and  was  very 
weak  and  shaky. 

In  April  1993,  I  went  back  to  Dr.  Howard  because  I  had  lost  30 
pounds  and  was  losing  muscle  ability  in  my  arms  and  legs.  Dr. 
Howard  ran  more  tests,  which  indicated  that  I  had  hyperthyroid 
goiter  problems  and  was  referred  to  Dr.  Britten,  a  local  surgeon. 

Dr.  Britten  felt  that  the  problem  could  be  treated  with  medica- 
tion. But  to  be  on  the  safe  side,  he  referred  me  to  Dr.  Chavarri  who 
treats  thyroid  problems  and  Dr.  Chavarri  just  diagnosed  my  prob- 
lem as  Graves  disease  and  prescribed  the  following  medication. 

I  can't  pronounce  the  word  so  I'll  call  it  PTU,  50  milligrams, 
three  tablets  every  8  hours;  Enderal,  20  milligrams,  one  tablet 
every  8  hours;  Procardia,  60  milligrams,  one  tablet  daily;  Dyazide, 
one  tablet  daily;  and  Ativan,  1  milligram,  two  tablets  daily;  Biaxin, 
500  milligrams,  two  tablets  daily,  that's  just  for  14  days  and  that's 
for  my  sinus  infection;  Extra  Strength  Tylenol,  I  just  take  that  for 
my  arthritis  problem,  and  I  take  that  twice  daily. 

In  September  1993,  the  Graves  disease  began  to  affect  my  eye- 
sight. I  was  experiencing  double  vision,  light  sensitivity,  and  a  con- 
stant feeling  that  I  had  sand  in  my  eyes. 

Dr.  Chavarri  referred  me  to  Dr.  Currier,  a  local  ophthalmologist 
who  examined  me  and  determined  that  there  was  no  medical  expla- 
nation for  my  symptoms. 

Again,  I  explained  to  Dr.  Chavarri  the  problem  I  was  experienc- 
ing with  my  eyes.  He  then  referred  me  to  Dr.  Frueh,  an  ophthal- 
mologist at  the  University  of  Michigan  Hospital  in  Ann  Arbor. 

On  November  1,  1993,  Dr.  Frueh  examined  me  and  indicated 
that  there  was  some  decline  in  my  left  eye  and  prescribed  a  prism 
for  my  glasses  and  Tear  Drops,  eye  drops,  to  soothe  the  scratchy 
feeling. 

In  January  1994  I  returned  to  Dr.  Frueh's  office  in  Ann  Arbor 
because  the  vision  in  my  right  eye  was  declining  and  I  was  experi- 
encing extreme  pain. 

The  doctor  felt  that  I  was  experiencing  excessive  pressure  on  the 
optic  nerve  and  required  surgery.  I  was  concerned  about  the  sur- 
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gery  because  of  the  lack  of  medical  insurance  and  began  to  contact 
service  agencies  for  assistance. 

I  am  currently  receiving  help  from  the  Department  of  Education 
and  Rehabilitation.  And  thank  God  for  them. 

I  had  the  surgery  on  the  27th  of  April.  However,  Dr.  Frueh  is  not 
happy  with  the  results  and  I  was 

Senator  Riegle.  Take  your  time.  I  know  it's  hard  to  talk  about 
these  things.  Just  take  your  time. 

Ms.  Chapman.  I  was  required  to  return  to  Ann  Arbor  for  a  field 
vision  test  on  the  6th  of  May  and  he  wasn't  happy  about  that  ei- 
ther. 

Currently  I  am  still  taking  all  the  medications  and  will  return 
to  Dr.  Frueh's  office  in  early  September.  I  may  also  have  to  have 
surgery  on  the  thyroid  to  have  it  removed. 

In  order  to  function  as  I  did  prior  to  the  Graves  disease,  I  require 
a  talking  clock  that  chimes  the  time,  a  large  numbered  phone,  and 
a  large  faced  watch.  I  rely  totally  on  friends  and  family  for  all  my 
transportation  needs,  shopping  and  doctor  visits. 

I  have  applied  for  Social  Security  disability.  But  at  this  time,  I 
am  not  certain  if  it  will  be  approved. 

My  past  work  record  consists  primarily  of  a  provider  for  care  of 
the  elderly  patients  in  nursing  homes  and  adult  homes,  adult  foster 
care  homes.  I  am  unable  to  work  because  I  would  not  be  able  to 
drive.  And  when  I  got  there,  I  wouldn't  be  able  to  administer  medi- 
cations or  assist  with  ambulatory  and  general  personal  care  and 
grooming. 

I  receive  $589  monthly  from  my  deceased  husband's  Social  Secu- 
rity. My  monthly  bills  consist  of  prescribed  drugs,  $108  a  month; 
rent,  $131;  car  insurance,  $48,  which  I'm  not  able  to  drive;  car  pay- 
ment, $95,  which  I'm  not  able  to  drive  an3rway;  utilities,  $40;  cable 
TV,  $13;  credit  card,  about  $70  a  month;  and  a  bank  loan  of  about 
$24  a  month— a  total  of  $529. 

The  credit  card  is  because  I  don't  have  the  money  to  come  down 
to  Ann  Arbor  for  my  doctor  visits.  I  also  have  outstanding  doctor 
bills  of  approximately  $2,678.80. 

In  closing,  I  would  only  like  to  indicate  that  a  round  trip  to  and 
from  Ann  Arbor  is  536  miles  and  the  overnight  stay  runs  $47, 
which  I  have  to  pay  myself  and  the  transportation  provider,  trans- 
portation to  each  of  the  physicians  I  visit  totally  in  a  minimum  of 
90  miles  a  round  trip. 

I  know  that  there  are  many  people  in  the  same  situation.  We  all 
really  need  some  type  of  insurance,  even  insurance  that  we  could  i 
pay  a  small  amount  for  each  month  would  be  a  great  benefit.  y 

Thank  you  very  much.  / 
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FOLLOWING  ARE  THE  TOTALS  OF  MS.  CHAPMAN'S  BILLS  AND  RECEIPTS  FOR: 

(1)  PRESCRIPTIONS  FROM  1/94  TO  5/94;  (2)  DOCTOR  BILLS  1994; 
(3)  EXPENSES  FOR  GLASSES  AND  TRIP  1994;  (4)  HOSPITAL  BILLS  1994; 
(5)  PRESCRIPTIONS  1993;  (6)  DOCTOR  BILLS  1993;  AND  (7)  HOSPITAL 
BILLS  1993. 

(COPIES  OF  THE  ACTUAL  BILLS  ARE  HELD  IN  COMMITTEE  FILES.) 
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Senator  RiEGLE.  Thank  you  very  much,  Carol. 

Carol,  can  I  ask  you  just  to  stand  up  because  people  wanted  to 
see  you  and  they  couldn't  see  you  because  you're  seated  and  I'm 
going  to  bring  everybody  else  up  here  to  speak  so  they  can  be  seen 
throughout  the  room.  Would  you  just  stand  up  so  people  can  see 
you? 

This  is  Carol  right  here. 

Next  we're  going  to  have  Orville  LaGuire  come  up.  Orville,  do 
you  want  to  come  up  and  Kate,  do  you  want  to  come  on  up,  too, 
and  sit  here  and  I'm  going  to  have  all  of  our  remaining  witnesses 
on  both  sides  come  up  here  to  speak  so  that  you  can  see  them  as 
well  as  hear  them.  The  nature  of  this  room  is  such  that  it's  a  little 
hard  to — I've  already  told  you  Orville's  story  and  he'll  elaborate  on 
it.  I  want  to  now  introduce  Kate  Carr,  the  wife  of  Congressman 
Bob  Carr  and  she  will  make  some  introductory  remarks  because 
they  helped  us  have  Orville  here  today. 

KATE  CARR,  REPRESENTING  CONGRESSMAN  BOB  CARR 

Ms.  Carr.  Thank  you.  Senator  Riegle.  On  behalf  of  my  husband. 
Bob  Carr,  I  would  first  like  to  thank  you  very  much  for  bringing 
this  hearing,  this  very  important  hearing  to  our  district  here  in 
Lansing,  Michigan. 

I  know  I  speak  for  Bob  when  I  say  how  much  we  appreciate  your 
many  years  of  dedicated  service  to  the  people  of  Michigan,  particu- 
larly our  senior  citizens. 

This  testimony  being  given  here  today  by  our  seniors  clearly  out- 
lines why  it  is  important  and  necessary  that  we  reform  our  current 
health  care  system. 

Bob  has  heard  from  seniors  throughout  his  congressional  district 
who  are  just  trying  to  survive,  seniors  who  are  having  to  choose  be- 
tween either  obtaining  proper  medical  treatment,  buying  groceries, 
or  paying  the  rent,  while  at  the  same  time  also  trying  to  meet  their 
other  basic  living  expenses.  They  are  doing  all  of  this  in  most  cases 
on  very  limited  fixed  income. 

It  is  a  travesty  in  America  when  our  older  Americans  at  a  point 
in  their  lives  when  choices  should  be  easier,  are  now  being  forced 
in  their  later  years  to  have  to  make  such  tough  choices.  They  de- 
serve better  than  this. 

I  appreciate  the  opportunity  to  introduce  your  next  witness,  Mr. 
Al  LaGuire,  a  local  Lansing  resident  who's  graciously  agreed  to  tes- 
tify before  this  Committee  today  because  of  his  belief  that  an 
awareness  of  the  problems  being  faced  by  older  Americans  must  be 
heard. 

Mr.  LaGuire,  on  behalf  of  Congressman  Carr,  thank  you  for 
agreeing  to  come  here  today  to  share  your  personal  situation.  I 
know  it  will  be  helpful  in  raising  public  awareness  to  the  plight 
being  faced  by  many  of  our  citizens. 

Thank  you. 

Senator  RiEGLE.  Now,  let  me  urge  you  to  get  just  as  close  to  this 
as  you  can  and  that  will  help  you  to  be  heard  by  the  fellow  in  the 
back  row  who  wants  to  hear  everj^hing  you  have  to  say. 
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STATEMENT  OF  ORVILLE  "AL"  LA  GUIRE,  LANSING,  MI 

Mr.  LaGuire.  Good  morning.  My  name  is  Orville  "Al"  LaGuire 
and  I  live  at  4201  Wainwright  in  Lansing.  I've  lived  there  for  some 
40  years. 

Thank  you  for  allowing  me  to  testify  before  the  Committee  today 
to  tell  you  about  my  personal  and  very  recent  experience  in  the 
medical  field  and  my  problems  with  obtaining  prescription  drugs. 

And  I'm  partly  here  because  this  was  so  immediate,  it's  in  the 
immediate  past,  and  it  came  home  very  dramatically  to  me  as 
you'll  see  what  we're  dealing  with  here. 

I'm  a  retired  person  on  Medicare.  I  like  to  call  myself  just  Citizen 
LaGuire.  And  I'm  a  concerned  citizen  on  this  issue. 

I  have  been  kind  of  fighting  a  battle  of  survival  against  various 
diseases  for  many  years  and  I've  had  good  luck.  I've  had  eight  sur- 
geries in  the  past  15  years.  My  most  recent  was  ear  tumor  radi- 
ation in  Chicago  earlier  this  month  and  this  is  my  current  medical 
problem. 

Now,  this  hearing,  Senator,  is  a  chance  for  me  to  say  thank  you 
to  the  system  and  I  want  to  express  gratitude.  Medicare,  which  I 
did  come  under  when  I  retired  fortunately,  has  saved  my  skin  nu- 
merous times.  If  I  may  on  the  transcript,  somebody  had  written  in 
"save  my  soul",  could  we  amend  that,  sir? 

Senator  RiEGLE.  Yes. 

Mr.  LaGuire.  To  read  skin?  I  mean,  it  would  be  nice  if  Medicare 
would 

Senator  RiEGLE.  You're  in  charge  of  saving  your  soul.  Medicare 
will  save  your  skin. 

Mr.  LaGuire.  Let's  not  ask  the  government  for  too  much. 

Senator  RiEGLE.  Yes. 

Mr.  LaGuire.  So  anyway,  I'm  not  here  to  complain  but  rather  to 
express  gratitude,  believe  me.  And  particularly  if  my  experience 
will  be  of  help  for  correcting  other  people's  problems  in  obtaining 
prescription  medicine,  on  that  one  alone,  I'm  only  too  glad  to  do  it 
now. 

My  most  recent  experience  was  in  the  first  2  weeks  of  May — 
okay,  I  chose  radiation  so  I  wouldn't  have  to  go  through  another 
regular  surgery,  which  I  did  not  know  how  well  I  might  stand  it. 

I  went  to  Chicago  to  get  this  particular  type  of  cobalt  treatment 
for  the  tumor  inside  the  head  which  is  an  excellent  facility  down 
the  way.  And  I  could  avoid  an  8-day  hospital  stay  and  get  it  done 
in  3  days. 

I  saw  that  that  would  not  only  make  it  easier  on  my  somewhat 
battered  body  but  would  save  money  for  both  me  and  the  Medicare 
system,  which  I've  been  a  big  drawer  upon,  see. 

The  acoustic  Neuroma,  the  only  symptom  was  a  ringing  in  my 
ear  about  a  year  ago  and  I  noticed  then  my  hearing  was  going 
down  and  down  and  asking  my  wife  and  everybody  to  repeat  this 
and  repeat  that.  And  I  figured,  that  goes  with  the  territory  of 
aging,  it  didn't  bother  me  that  much. 

Finally  went  to  the  doctor  to  check  it.  He  started  checking  it  out, 
and  the  third  ear  specialist  sent  me  to  the  MRI  and  then  they  spot- 
ted the  tumor  inside  the  ear  canal  and  something  has  to  be  done 
about  that  because  it  can  grow  in  toward  the  brain  stem — 40  per- 
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cent  of  my  hearing  was  gone  in  my  right  ear  and  since — I  should 
be  more  conscious  of  everybody  else  here  then  too? 

Senator  RiEGLE.  That's  right. 

Mr.  LaGuire.  Since  then,  I've  been  to  a  number  of  different  doc- 
tors, 12  within  1  week,  the  various  specialists,  to  help  me  out. 
Some  were  called  in  as  consultants  right  there  in  Chicago. 

The  point  is,  that  the  regular  surgery  would  have  taken  me  at 
least  8  days  hospital  at  those  costs;  the  radiation  only  3  days. 

So  going  into  January,  I  had  no  idea  that  my  ears  were  even  get- 
ting bad.  This  was  a  totally  new  surprise.  Or  that  I  needed  assist- 
ance on  that  medical  problem. 

Now,  one  of  my  main  concerns  is,  like  I  say,  this  brought  it  right 
home  to  me,  is  how  many  of  my  countrymen  and  countrywomen  are 
in  that  same  boat  and  that  boat  is  sinking.  All  of  a  sudden  you  re- 
alize you've  got  a  torpedo. 

I  had  radiation  treatment' on  May  5th,  6th,  and  7th,  actually  just 
1  day  treatment,  May  6th  at  the  Chicago  Institute  of  Neurosurgery. 
My  travel  expenses,  my  share  to  Chicago,  a  little  over  $200. 

Radiation  therapy  was  done  on  the  acoustic  tumor  May  6th.  I 
spent  2  nights  in  the  hospital  and  was  put  on  a  very  heavy  medica- 
tion schedule.  The  acoustic  tumor  radiation  took  about  1  hour. 

For  follow-up,  I  will  need  an  MRI  1  month  after  that  procedure 
and  then  3  months  after  the  procedure.  These  MRIs  cost  about 
$2,000  a  throw,  I  guess. 

The  reaction  of  the  prescription  steroid  has  been  difficult,  you 
know.  My  legs  are  swollen  from  my  ankles  to  my  waist  and  I've 
gained  15  pounds  in  5  days.  I'm  ready  for  football  or  something. 
Can't  sleep,  have  a  huge  appetite  and  bad  restlessness. 

This  is  the  secondary  result  of  the  medicine  but  you  have  to  take 
the  medicine,  the  post-surgical  thing.  So  they  sent  me  home  with 
10  different  prescriptions  from  Illinois. 

I  had  to  immediately — it  would  have  been  Saturday  night — refill 
the  prescriptions  in  Lansing.  They  gave  me  just  enough  at  the  hos- 
pital to  get  me  overnight.  Lo  and  behold,  what  did  Al  discover 
when  he  gets  here  with  his  Illinois  prescriptions? 

Michigan  druggists  cannot  fill  out-of-State  prescriptions.  What  a 
spot  to  be  in,  immense  problem.  They  also  had  to  prescribe  two  or 
three  other  prescriptions  to  counteract  the  main  one, 

The  receipts  from  the  drugstore,  which  I  have  here  as  documents 
if  you  wish  to  have  them  into  the  record,  1  week  added  up  to  $250 
worth  of  prescription  drugs  just  on  this  one  experience  here. 

Anyway,  I  give  great  thanks  to  a  local  pharmacist  who  saw  the 
problem  and  supplied  me  with  four  tablets  overnight  until  I  could 
get  to  my  own  local  doctor  here  and  get  the  Chicago  doctor's  pre- 
scriptions ratified,  and  have  them  filled  in  Michigan. 

I  brought  this  to  the  attention  of  Representative  Byrum  as  a 
State  problem  basically,  I  guess.  But  it  is  a  problem  in  the  sense 
that  I  understand  they're  trying  to  keep  illicit  drug  prescriptions 
out,  but  when  a  person  needs  them,  he  can  be  in  a  pretty  tight 
spot. 

So  I  spent  money  going  to  Chicago  to  avoid  major  incisionary 
surgery,  avoid  a  general  anesthetic  and  to  save  some  money  for 
myself  and  the  system. 
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I  pay  $103  Medicare  supplement  insurance  premium  out  of  my 
pocket  every  month,  a  very  good  Medigap  policy;  $47  for  Part  B 
Medicare  is  taken  from  my  Social  Security. 

I  paid  over  $500  in  medical  expenses  just  for  the  month  of  May, 
now,  for  this  one  thing.  On  a  monthly  income  of— well,  after  that 
$40  is  out,  $882  Social  Security,  my  small  pension  from  my  TIAA 
thing  pays  me  $220  a  month  and  I  do  buy  regular  medicine  con- 
tinuously for  another  condition  called  Crohn's  disease;  average  of 
$50  a  month,  right  along. 

So  my  total  monthly  income  is  in  the  neighborhood  of  $1,100 — 
it  says  $1,000,  but  there's  a  little  bit  more  in  there.  Out  of  my  total 
of  $1,100  monthly,  in  the  month  of  May  I  spent  $650  on  health 
care.  Now,  the  balance  left  there  had  to  go  for  everything  else. 

Now,  fortunately  my  wife  works  part  time  out  of  necessity,  obvi- 
ously. I  have  obviously  less  than  $500  left  to  pay  for  everything 
else.  We  will  manage  and  be  okay.  We  are  the  type  that  we  want 
to  carry  our  weight  just  as  long  as  we  possibly  can. 

Her  employment  offers  no  health  insurance  whatsoever.  She  pays 
an  additional  $170  per  month  for  membership  in  an  HMO  because 
I  could  not  carry  her  over  on  my  former  employer.  So  you  can  see 
what  our  total  insurance  and  health  costs  are.  And  we're  the  lucky 
ones  that  had  some  fallback  so 

Senator  RiEGLE.  Yes,  right. 

Mr.  LaGuire.  So  it  has  struck  me  and  believe  me,  Senator,  with 
terrible  force  about  how  many  other  people  deal  with  problems  like 
this  and  it  hits  you  like  that  and  it  brings  it  home. 

My  two  sons  who  used  to  be  here  in  Lansing  live  and  work  out 
in  Hawaii.  And  despite  the  illness,  my  wife  and  I  went  out  to  visit 
them  last  year.  I'm  bringing  this  in,  because  I  think  it's  pertinent 
to  bring  in  my  experience  out  there. 

A  recurrence  of  the  Crohn's  disease  happened  unfortunately  on 
that  vacation  and  I  had  to  be  hospitalized  in  Hilo  for  10  days.  This 
is  an  inflammatory  bowel  disease  I've  had  for  30  years. 

And  this  had  previously  caused  me  the  total  removal  of  the  large 
bowel  several  years  earlier.  Now  they  have  to  go  back  in  and  resec- 
tion to  stop  bleeding  in  the  small  one.  So  far,  I've  had  four  intes- 
tinal surgeries  on  the  Crohn's  disease. 

And  there  are  two  things,  the  doctor  fused  me  with  emergency 
surgery,  excellent  care,  by  the  way.  Two  things  impressed  me  very 
much  while  I  was  there  that  I  want  to  bring  to  the  attention  of  the 
Committee. 

I  do  not  know  the  details  or  can  be  accurate  of  this,  but  I'm  sure 
the  Senator  from  Hawaii  could  tell  you;  anyway,  they're  on  a  sys- 
tem of  universal  coverage  or  pretty  close  in  Hawaii. 

Senator  RiEGLE.  That's  right.  They  are. 

Mr.  LaGuire.  Through  where  you  work  or  if  you  don't  work,  spe- 
cial coverage.  I  think  we  ought  to  take  a  closer,  closer  look  at  that 
especially  in  Michigan. 

People  who  live  in  Hawaii  are  either  covered  by  their  employer 
or  a  state-funded  plan.  This  impressed  me  along  with  the  quality 
of  personal  treatment  accorded  to  me  and  my  family. 

My  wife,  I'm  sure,  would  verify  this  while  we  were  in  Hilo  Hos- 
pital, the  Hawaiian  hospitality  was  extended  right  in  there. 
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And  I  will  tell  you  this,  I  feel  a  little  bit  sentimental  about  this. 
It  was  necessary  for  me  to  draw  14  pints  of  transfusion  in  order 
to  survive.  So  as  far  as  I'm  concerned  old  Al  LaGuire  is  a  full  blood- 
ed Hawaiian. 

Senator  Riegle.  We  may  get  to  see  you  in  a  hula  skirt  one  of 
these  days. 

Mr.  LaGuire.  So  I  did  want  to  mention  that.  And  I  have  grati- 
tude for  those  people  out  there  and  maybe  a  good  idea  that  might — 
some  of  these  things  might  work  in  other  States. 

I  also,  before  I  came  in  have  to  see  my  doctor  regularly,  of  course; 
I  said,  "I  want  to  be  able  to  tell  the  Committee  that  I  had  asked — 
you  know,  that  I  was  going  to  testify  and  say  what  have  you  ob- 
served particularly  about  prescription  medicine?" 

And  my  doctor,  a  real  good  guy,  believe  me,  he  said  that  it  seems 
to  him  the  people  that  need  it  the  most  are  the  ones  that  are  least 
able  to  afford  it. 

Senator  RiEGLE.  That's  right. 

Mr.  LaGuire.  That's  from  the  doctor's  perspective  and  of  course 
he  sees  it  every  day.  He  gets  samples,  of  course,  from  pharma- 
ceutical companies  and  has  frequently  supplied  me  with  the  sam- 
ples. 

Zantac  is  one  that's  a  rather  expensive  thing  I  use  a  lot  of.  He 
saves  me  a  lot  of  money.  I'm  sure  he  does  that  for  other  patients, 
too. 

And  my  doctor  recognizes  that  seniors  are  having  a  difficult  time 
affording  drugs.  That's  why  I  brought  these  figures  in  here.  I  sum- 
marized the  figures,  sent  them  into  Chairman  Dingell's,  the  com- 
mittee  

Senator  RiEGLE.  We're  going  to  make  those  prescription  drug  re- 
ceipts you've  got  there  part  of  the  record,  so  I'd  just  note  that  for 
the  stenographer. 

Mr.  LaGuire.  Very  good,  sir.  What  I  want  to  do  is  just  mention — 
I  won't  go  into  details  on  it,  because  if  there's  anything  I  can't 
stand  is  to  hear  some  old  guy  talking  about  his  operation,  espe- 
cially if  it's  me. 

But  the  figures  that  I've  paid,  out-of-pocket  medical  expenses, 
that  I've  summarized  here,  the  surgical  hose,  for  example,  that  I'm 
wearing  now  which  are  rather  charming,  cost  $35.  You  know,  for 
a  pair  of  stockings  is  quite  a  bit.  I  never  paid  more  than  50  cents 
for  stockings. 

But  down  here  is  the  total  out-of-pocket  of  $590.99.  I  just  gave 
you  my  balance.  And  that  ironically,  as  I  was  making  this  out,  I 
remember  when  I — I'll  just  go  back  one  more  month  while  I  was 
going  through  all  this  in  April,  darned  if  I  didn't  have  one  of  my 
main  teeth  split  right  down  the  middle  there,  and  I  had  to  go  and 
borrow  $615  to  cap  this  tooth,  which  that  was  my  adventure  last 
month. 

So  2  months  in  a  row  I've  been  ill  a  little  bit. 

Senator  Riegle.  Let's  hope  the  next  month  is  going  to  be  a  good 
month  for  you. 

Mr.  LaGuire.  It's  bound  to  be.  It's  bound  to  be.  But  as  I  say,  in 
any  case,  if  this  information  is  useful  to  the  cause,  I'm  so  happy 
to  help  you. 

And  thank  you  for  the  chance  for  letting  me  state  it. 
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FOLLOWING  ARE  THE  TOTALS  OF  MR.  LA  GUIRE'S  BILLS  AND  RECEIPTS  FOR 
THE  MONTH  OF  MAY  1994;  PLUS  AN  EXPLANATION  OF  AN  EMERGENCY  DENTAL 
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Senator  RiEGLE.  Thank  you,  Al.  Let's  give  Al  a  hand.  And  let's 
thank  Kate  Carr,  too,  Congressman  Bob  Carr  for  their  words,  too. 

Lisa,  let  me  invite  you  to  come  on  over  now  and  sit  here,  too,  if 
you  would,  please. 

Al,  thank  you  for  these. 

Mr.  LaGuire.  Thank  you.  Senator. 

Senator  RiEGLE.  As  Lisa  is  coming  up,  you'll  recall  I  said  earlier 
she's  from  Kalamazoo.  She's  the  primary  caregiver  for  her  elderly 
and  disabled  mother  Margaret  who  is  69  suffering  from  Parkinson's 
disease. 

Lisa,  come  on  right  up  here. 

STATEMENT  OF  LISA  MINOTT,  KALAMAZOO,  MI 

Ms.  MiNOTT.  Good  morning.  My  name  is  Lisa  Minott.  I'm  32 
years  old.  My  parents  raised  six  children  and  my  father's  nephew. 

First,  I'd  like  to  thank  you  for  inviting  me  to  testify. 

I'm  a  lifelong  resident  of  Kalamazoo.  I  love  my  parents  and  my 
family  very  much.  You  should  know  that  I've  never  participated  in 
a  public  forum  such  as  this  before  and  certainly  have  never  before 
shared  any  of  the  private  details  of  caring  for  my  parents. 

I  became  the  primary  caregiver  for  my  elderly  disabled  parents 
in  1984.  My  father,  Donald  Minott,  died  in  1990.  My  mother,  Mar- 
garet, is  now  69  years  old. 

In  the  1950's  my  parents  lived  in  a  substandard  tar  papered 
home.  They  made  many,  many  sacrifices  so  that  they  could  own 
their  own  business,  D  &  M  Wrecking  company. 

In  retrospect,  I  suspect  that  my  parents'  early  struggle  to  keep 
their  small  business  going  paled  considerably  when  compared  to 
their  almost  two  decade  long  fight  with  poor  health. 

As  small  business  owners  with  a  growing  family,  my  parents 
were  forced  to  make  difficult  choices  regarding  the  very  basics  of 
everyday  life.  There  were  no  discussions  about  pensions,  retire- 
ment, or  long-term  care.  In  fact,  there  wasn't  even  life  insurance. 

For  the  future,  they  could  only  afford  burial  insurance  and  spo- 
radic and  very  limited  health  insurance. 

Like  most  Americans  on  the  edge,  we  soon  learned  that  you  can 
be  severely  penalized  for  owning  property,  never  mind  that  it 
wasn't  generating  income  and  nothing  was  growing  on  it.  Owning 
property  simply  meant  that  we  were  not  eligible  for  assistance  to 
help  pay  for  desperately  needed  health  insurance. 

Bad  health,  the  business,  and  the  stress  of  raising  seven  children 
began  to  take  its  toll  on  my  parents  early.  My  beautiful  father  was 
an  old  man  at  50.  In  1979  he  had  a  minor  stroke  due  to  hyper- 
tension which  altered  his  personality. 

In  the  early  1980's  he  became  completely  disabled.  He  was  not 
cognizant  of  the  gravity  of  his  illness,  that  he  had  lost  most  of  the 
use  of  both  of  his  kidneys.  He  was  on  dialysis  for  many,  many 
years. 

In  1990  he  had  a  kidney  transplant.  After  the  transplant,  he  be- 
came completely  bedridden.  And  after  a  few  agonizing  months, 
died. 

My  mother  was  diagnosed  with  Parkinson's  disease  in  the  mid- 
1970's.  By  the  early  1980's,  she  was  disabled.  She  was  too  young 
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for  Social  Security.  Her  disease  wasn't  on  the  list  of  diseases  that 
Social  Security  identified  as  disabling. 

She  wasn't  considered  disabled  even  though  she  could  no  longer 
work  because  of  the  disease  itself  and  side  effects  from  medication. 
She  couldn't  drive  or  take  herself  to  the  bathroom.  Her  body  was 
in  constant  movement  from  foot  shuffling,  drooling,  and  writhing. 

She  almost  died  during  my  senior  year  of  high  school  because  her 
out-of-town  doctor  took  her  off  of  all  her  medications  without  in- 
forming the  family  or  her  local  physicians. 

My  parents'  medication  ran  between  $500  and  $1,500  every 
month.  Doctors'  visits  were  excessive.  Many  doctors  viewed  them  as 
card  carrying  members  of  the  "Experiment  of  the  Week  Club." 

The  only  criteria  for  joining  the  club  was  that  you  had  to  be  a 
person  of  color,  impoverished  and  not  have  a  member  of  your  fam- 
ily in  constant  attendance  at  doctors'  visits  with  you. 

I  tried  to  get  help  through  home  care  agencies.  I  found  that 
many  of  the  agencies  were  not  affordable  due  to  inflated  prices. 
Agency  personnel  were  often  insensitive,  ill-mannered,  incom- 
petent, and  untrustworthy. 

One  particular  incident  comes  to  mind.  An  agency  sent  a  super- 
visor and  a  new  trainee  to  our  house.  I  answered  the  door.  "Hello, 
may  I  help  you?"  They  identified  themselves.  I  said,  "One  moment, 
please." 

I  stepped  back  from  the  door  and  heard  the  supervisor  say  to  the 
trainee  in  disdain,  "Oh,  I  had  no  idea  they  were  black.  You  don't 
have  to  stay." 

Those  that  did  stay  were  inattentive  and  seemed  to  go  out  of 
their  way  to  not  help  the  person  they  were  hired  to  help.  They 
sometimes  didn't  change  the  linen  or  straighten  up  the  area  around 
the  bed,  but  often  did  not  or  wouldn't  help  my  parents  in  and  out 
of  the  bed. 

I  complained  to  supervisors,  then  I  changed  agencies  two  or  three 
times  only  to  find  that  the  normal  attitude  was  one  of  indifference. 

I  tried  to  find  services  for  my  parents  but  ran  into  a  lot  of  prob- 
lems. I  found  that  our  society  for  years  has  considered  women's 
lives  to  be  expendable  in  many  ways. 

Society  expects  people  to  work  for  themselves — to  work  them- 
selves to  death  for  the  elderly  without  any  additional  assistance. 
Stay  at  home,  but  don't  get  sick.  Work  hard,  but  don't  get  paid. 

My  family  couldn't  afford  $40,000  a  year  per  person  to  put  my 
parents  in  a  home.  Nursing  homes  are  understaffed  and  let's  not 
talk  about  the  quality  of  care  in  them.  Most  people  of  color  don't 
place  their  relatives  in  nursing  homes.  They  keep  them  at  home  be- 
cause it  is  cheaper  and  more  humane. 

That  is  why  the  Medicaid  waiver  must  be  implemented  right 
away  and  is  of  such  great  importance  for  Kalamazoo  and  all  of 
Michigan. 

Please,  people  in  agencies,  stop  playing  games  with  peoples'  lives 
because  of  private,  personal,  or  hidden  agendas.  Health  care  has  no 
place  for  it.  This  will  happen  to  you. 

My  life  has  been  hell,  but  I  must  say  it  has  been  an  excellent 
learning  experience.  Becoming  a  caregiver  at  such  an  early  stage 
in  my  life  has  been  spiritually  hard  and  financially  devastating. 
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There's  no  reprieve,  no  respite.  It  is  a  24-hour-a-day,  7-day-a-week, 
52-weeks-a-year  job.  It  is  never  ending. 

The  battle  that  I  face  all  of  the  time  is  not  to  enjoy  life  but  just 
to  live  and  survive.  Providing  care  is  very  hard.  There's  constant 
sleep  deprivation.  My  mother  needs  help  to  go  to  the  bathroom  dur- 
ing the  night.  She  often  needs  help  in  turning  over  in  bed,  a  late 
night  snack,  or  pain  medication  during  the  night. 

I  must  prepare  dozens  of  snacks  and  meals  for  my  mother  on  a 
daily  basis  because  of  involuntary  movements  from  Parkinson's  dis- 
ease that  cause  her  to  constantly  move  and  bum  calories  at  an  ex- 
traordinarily fast  rate.  It  is  a  struggle  to  keep  her  weight  above 
100  pounds. 

I  also  must  contend  with  scheduling  medication,  cleaning,  mak- 
ing dozens  of  large  and  small  decisions,  filling  out  mounds  of  pa- 
perwork, transportation,  hygiene,  doctors  and  dentists  visits  and 
much,  much  more. 

I  am  not  working  and  my  mother  can't  work,  so  there  are  legal 
troubles  because  there  isn't  enough  money  to  pay  bills.  Creditors 
want  you  to  settle  your  debts  with  them  by  whatever  means  nec- 
essary. 

The  house  needs  to  be  adapted  to  accommodate  my  mother's 
wheelchair.  Doors  need  to  be  widened,  floors  need  to  be  leveled,  the 
bathtub  should  be  refitted  so  she  can  maneuver  around  more. 

My  mother  needs  more  food  stamps.  No  one  can  live  adequately 
on  $43  a  month.  The  lack  of  respite  care  has  affected  every  area 
of  my  life.  For  years,  I've  been  uninsured.  Those  in  the  family  who 
had  insurance,  all  had  clauses  that  did  not  allow  for  any  family 
members  to  receive  insurance  under  their  policies. 

I've  sacrificed  for  long  periods  of  time  through  extreme  physical 
pain.  I've  known  absolute  despair  and  true  isolation.  I've  been  cold, 
hungry,  and  very  disappointed  about  what  my  life  has  been  like. 

I  worked  hard  so  that  my  parents  would  not  lose  their  home  and 
everything  else  that  they  had  fought  for.  I  didn't  want  them  to  be 
cold,  which  they  were  at  times.  I  wanted  them  to  have  enough  to 
eat,  which  they  did  not  at  times. 

I  really  don't  have  much  of  a  life  beyond  caring  for  my  mother. 
My  sisters  and  I  have  made  tough  choices.  There  is  a  definite  lack 
of  social  interaction.  Due  first  to  my  father's  needs  and  now  to 
those  of  my  mother,  marriage  and  children  are  basically  out  of  the 
question.  We  can't  juggle  babies  and  disabled  parents  at  the  same 
time. 

My  siblings  have  passed  up  good  jobs  in  order  to  remain  within 
driving  distance  of  my  mother  in  Kalam.azoo.  I  know  that  my  sis- 
ters have  struggled  financially  for  many  years  to  try  and  keep  me 
and  my  parents  afloat  and  in  their  home. 

I  want  to  be  pleasant  to  my  mother  and  treat  her  with  total 
kindness  and  respect  every  day.  This  is  very  difficult  to  do  when 
I'm  always  so  very  tired,  stressed,  and  overwhelmed  by  the  de- 
mands that  I  face  each  and  every  day. 

Respite  care  would  allow  much  needed  time  off,  a  chance  to 
break  the  stress  and  monotony  for  the  receiver  and  the  same  for 
the  caregiver. 

People  should  not  be  put  in  the  position  of  leaving  unidentified 
loved  ones  at  emergency  rooms  or  abusing  them  because  the  frus- 
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tration  is  so  high  and  the  fact  that  the  resources  are  not  there  to 
alleviate  the  situation. 

My  wish  is  that  my  mother's  life,  which  may  go  on  for  many, 
many  years  may  be  viable.  Please  notice  I  didn't  wish  for  a  happy 
or  enjoyable  life,  but  life,  some  small  pleasures  here  and  there.  She 
needs  some  variety. 

If  she  was  able  to  get  some  additional  care,  she'd  be  able  to  get 
her  hair  washed  more  often.  Someone  could  drive  her  to  K-Mart, 
push  her  in  her  wheelchair  through  the  mall  or  go  to  the  commu- 
nity center  to  eat  with  others  or  visit  a  friend.  If  she  had  physical 
therapy,  perhaps  she  wouldn't  experience  so  much  pain  and  dis- 
comfort. 

My  parents  spent  their  lives  as  hardworking  and  productive  citi- 
zens, paying  into  the  system.  Although  my  father  didn't  survive,  I 
do  want  Margaret  Minott's  life  to  be  better. 

She  is  a  loved,  loving  and  intelligent  woman.  I  want  my  mother's 
children  and  grandchildren  to  know  her  as  a  person.  She  has 
played  and  will  continue  to  play  an  all-important  role  of  mother, 
friend,  and  advisor  in  our  family.  I  did  my  best.  Life  is  hard  enough 
without  people  being  harder. 

Senator  Riegle.  You  know,  these  stories  go  on  all  over  this  coun- 
try, every  hour  of  the  day.  And  there's  so  many  invisible  people 
who  are  doing  such  heroic  things  to  help  loved  ones  and  they  don't 
have  what  they  need  to  work  with.  They're  sacrificing  their  own 
lives,  their  own  opportunities  to  try  to  meet  these  basic  needs.  And 
we  need  a  different  system  in  the  country.  You  know,  it's  not  right 
and  it's  not  good  for  the  country  to  go  through  that  kind  of  level 
of  difficulty  and  deprivation  and  the  wasting  of  lives,  when  we  can 
work  out  a  system  to  meet  these  situations.  And  it  can  happen  to 
any  one  of  us. 

Lisa  has  described  so  powerfully  her  story.  But  you  know,  her 
story  tomorrow  or  next  week  might  be  our  story.  You  know,  we  all 
can  be  walking  in  the  other  person's  shoes,  without  any  warning. 

And  so  I  think  it's  so  important  for  us  to  understand  the  human 
side  of  this.  We  see  all  these  television  ads  right  now  being  paid 
for  by  certain  special  interests  who've  got  money  to  spend  to  try  to 
take  and  push  the  debate  this  way  or  that  way. 

Ms.  MiNOTT.  And  they've  never  been  hungry  or  cold. 

Senator  RiEGLE.  I  think  that's  right,  nor  is  their  interest  focused 
on  the  people  who  are  hungry  and  cold. 

Ms.  MiNOTT.  That's  right. 

Senator  Riegle.  That's  why  I  think  as  a  people  we  have  to  decide 
what  we  think  is  right  and  what  we  think  is  fair  and  what  we 
think  works.  The  insurance  principal  does  work. 

If  we  all  can,  based  on  our  ability  to  pay,  and  with  some  fair 
sharing,  if  we  can  all  put  something  into  the  pot  for  health  care, 
then  we  can  all  take  out  what  we  need  when  these  special  prob- 
lems arise. 

We  know  it  works  because  it's  working  in  all  the  other  countries. 
If  it  can  work  in  the  other  countries,  why  can't  it  work  here. 

Well,  it  can  work  here.  But  I  think  it's  also  fair  to  say  there  are 
an  awful  lot  of  people  who  make  an  awful  lot  of  money  the  way 
the  system  is  today. 

Ms.  MiNOTT.  Off  of  your  misery? 
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Senator  Riegle.  Off  of  the  misery  and  the  suffering  and  the  ab- 
sence of  help  to  a  lot  of  people.  And  so  a  lot  of  the  people  who  de- 
fend the  status  quo,  are  helped  by  the  status  quo  but  that  doesn't 
solve  these  other  problems  that  we've  just  heard  described  here 
now. 

But  we've  got  other  witnesses  to  hear.  I  think  we  should  really 
give  Lisa  a  special  acknowledgement  for  coming  today,  sharing  the 
story  which  is  very  painful  to  tell,  painful  to  listen  to  but  it's  real 
and  it's  happening  and  it's  happening  to  millions  of  other  people. 

And  the  fact  that  she's  come  and  told  us  today  is  a  great  service 
to  this  country.  Thank  you,  Lisa. 

Ms.  MiNOTT.  Thank  you. 

Senator  RiEGLE.  Let  me,  as  our  next  witnesses  are  being  seated 
here,  I  want  to  acknowledge  Diane  Braunstien,  who  is  here,  who's 
the  director  of  the  Michigan  Office  of  Services  to  the  Aging  who 
was  downstairs  in  the  earlier  session  and  she  has  been  here. 

And  Diane,  why  don't  you  just  stand  and  be  recognized. 

Ms.  Braunstien.  Thank  you. 

Senator  Riegle.  We  appreciate  your  work  and  we  appreciate  that 
you're  here,  too,  to  hear  these  stories  because  it's  so  important  that 
this  information  be  shared  and  that  we  take  it  all  in  together. 

Let  me  just  take  a  minute  and  say  that  Debbie  and  Rick  Arnold 
are  from  Pontiac.  They're  here  to  talk  about  their  son,  Christopher, 
who  is  suffering  from  an  immune  deficiency  disorder  and  the  prob- 
lems that  they've  been  facing. 

I  try  every  week  in  the  Congress  and  the  Senate  to  go  on  the 
Senate  floor  and  tell  an  individual  story  of  a  family  or  person  in 
Michigan  who's  struggling  with  a  very  serious  health  care  problem 
to  try  to  help  the  country  understand  and  the  Senate  understand 
what's  really  going  on  in  this  area. 

And  so  I  have  done  that  with  their  particular  problem  which 
they're  going  to  outline  here  today.  But  I'd  like  them  now  to  go 
ahead  and  tell  their  story. 

STATEMENT  OF  DEBBIE  ARNOLD  AND  RICK  ARNOLD, 

PONTIAC,  MI 

Ms.  Arnold.  First,  I'd  like  to  thank  Senator  Riegle  and  all  of  you 
for  being  here. 

As  Lisa  and  I  were  talking,  I  also  grew  up  with  a  family  of  se- 
vere illness.  My  mother  suffers  from  manic  depression  and  4  years 
ago  my  father  had  brain  surgery,  a  very  viable  working  part  of 
America,  had  a  brain  aneurism,  survived  an  unbelievable  surgery 
and  was  one  of  the  early  retirees  you're  talking  about.  And  as  she 
said,  it's  very  hard  to  juggle  the  entire  act. 

Well,  my  husband  and  I  have  been  married  for  nearly  20  years 
and  we've  raised  two  children  that  have  had  very  chronic  illnesses. 
Our  son  now  is  6  years  old,  he  has  a  primary  immune  deficiency, 
which  means  his  immune  system  does  not  work  correctly,  therefore 
he's  not  able  to  fight  off  infections. 

So  when  you  speak  of  steroids,  my  son  has  known  them  since  day 
one.  Now  I  understand  why  his  joints  hurt.  It's  probably  the 
steroids.  I  never  put  two  and  two  together  until  just  now. 

I,  too,  like  Lisa,  had  never  spoken  to  anyone.  You  carry  this 
heavy  burden  in  your  heart  because  people  don't  understand.  My 
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husband  and  I  were  fortunate  enough  to  start  on  the  Immune  Defi- 
ciency Foundation  for  Michigan  last  April. 

I  want  to  recognize  them  because  I'm  honored  that  a  group  of 
ours  has  come  from  all  over  the  State.  Also  we  have  someone  from 
the  State  of  Indiana  who  came.  She  makes  $34  too  much  to  receive 
State  assistance  so  they  have  no  insurance  for  their  child.  She 
comes  to  the  University  of  Michigan  to  receive  treatment  and  it's 
coming  out  of  their  pocket.  We  have  no  idea  how  they're  going  to 
pay  for  it. 

But  basically  to  start  with,  I'd  like  to  share  a  poem  that  a  special 
health  care  services  coordinator  gave  to  one  of  our  moms  yesterday. 
It  says,  "To  All  Special  Moms  Blessed  With  Special  Kids." 

"Did  you  ever  wonder  how  mothers  of  handicapped  children  are 
chosen?  Somehow  I  visualize  Gk)d  hovering  over  the  Earth.  As  he 
observes,  he  instructs  angels  to  make  notes.  'Armstrong,  Beth;  son; 
patron  saint,  Matthew;  Forrest,  Marjorie;  daughter;  patron  saint; 
Cecelia.' 

"Finally  he  passes  a  name  to  an  angel  and  smiles,  'Give  her  a 
handicapped  child.'  The  angel  is  curious.  'Why  this  one,  God?  She's 
so  happy.'  'Exactly,'  smiled  God.  'Could  I  ever  give  a  handicapped 
child  a  mother  who  does  not  know  laughter?' 

"'But  has  she  patience?'  asks  the  angel.  'I  don't  want  her  to  have 
too  much  patience  or  she  will  drown  in  a  sea  of  self-pity  and  de- 
spair. Once  the  shock  and  resentment  wears  off,  she'll  handle  it.' 

"  'I  watched  her  today.  She  had  that  feeling  of  self  and  independ- 
ence that  is  so  rare  and  so  necessary  in  a  mother.  You  see,  the 
child  I'm  going  to  give  her  has  his  own  world.  She  has  to  make  it 
live  in  her  world  and  that's  not  going  to  be  easy.' 

"'But,  Lord,  I  don't  think  she  even  believes  in  you.'  God  smiles, 
'No  matter.  I  can  fix  this.  This  one  is  perfect.  She  has  just  enough 
selfishness.'  The  angel  gasped,  'Selfishness?' 

"God  nods.  'If  she  can't  separate  herself  from  the  child  occasion- 
ally, she'll  never  survive.  Yes,  there  is  a  woman  who  I  will  bless 
with  a  child  less  than  perfect.  She  doesn't  realize  it  yet  but  she  is 
to  be  envied.  She  will  never  take  for  granted  a  spoken  word.  She 
will  never  consider  a  step  ordinary.  When  her  child  says  momma 
for  the  first  time,  she  will  be  present  at  a  miracle  and  know  it!' 

"'When  she  describes  a  tree  or  a  sunset  to  her  blind  child,  she 
will  see  it  as  few  people  ever  see  my  creations.  I  will  permit  her 
to  see  clearly  the  things  I  see — ignorance,  cruelty,  prejudice — and 
allow  her  to  rise  above  them  all.  She  will  never  be  alone.  I  will  be 
at  her  side  every  minute  of  every  day.' 

"'And  what  about  her  patron  saint?'  asks  the  angel.  God  smiles. 
'A  mirror  will  suffice.'" 

Our  son  has  seen  17  doctors  in  his  short  6-year  life.  Hospitaliza- 
tions for  surgery,  infusions,  CAT  scans,  ultra  sounds  exceed  40  to 
50  visits  between  six  different  hospitals,  including  university  set- 
tings. 

Ten  surgeries  have  been  performed,  numerous  blood  tests,  count- 
less IV  infusions.  And  now  we  have  the  opportunity  to  go  to  the 
National  Institutes  of  Health  in  Maryland  as  part  of  a  research 
project  for  Pheresis  study  and  hopefully  the  beginning  of  gene  iden- 
tification and  the  future  of  treatment. 
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I  didn't  bring  figures  because  our  figures  are  astronomical.  Pam, 
on  the  way  up,  her  son  was  just  hospitahzed  at  the  University  of 
Michigan  for  one  pneumonia  stay  of  less  than  a  week.  It  was  be- 
tween $25,000  to  $30,000.  We're  going  to  hit  lifetime  maxes  before 
our  kids  probably  even  see  10  years  old. 

The  most  important  thing  to  me  is  the  freedom  to  be  able  to 
choose  my  doctor.  After  seeing  17,  I  found  one  who  cares,  who  has 
compassion.  Right  now  he's  in  India  at  the  Mecca  praying  for  his 
children.  And  he's  not  talking  about  his  children.  He's  talking 
about  his  patients. 

To  me,  it  is  imperative  that  we  have  choice.  That  our  primary 
physician,  in  our  instance,  can  be  an  immunologist  or  whatever 
specialist  you  need  for  that  diagnosis.  They  have  to  be  the  primary 
doctor  to  care  and  coordinate  the  treatment. 

Typically,  when  you  look  at  our  son  he  doesn't  look  ill.  He's  a 
happy  bouncing  boy.  You  would  never  know  what  he  has  endured. 
He  never  complains. 

But  you  have  to  be  very  astute  to  understand  those  symptoms. 
If  the  fever  starts  to  go  up,  you  better  go  in  a  hurry  because  guar- 
anteed in  less  than  an  hour,  it'll  probably  be  105  and  you'll  be  in 
an  acute  situation. 

He's  missed  approximately  40  to  50  percent  of  his  school  day. 
That  opens  a  whole  other  nightmare,  if  you  could  imagine,  because 
then  you  have  to  get  homebound  teaching.  You  have  to  get  all 
these  other  coordinated  efforts  that  people  look  at  and  go,  "He's  not 
handicapped.  He  doesn't  have  a  wheelchair." 

Recently  we  experienced  a  worldwide  recall  of  the  very  drug  that 
sustains  his  life.  It  is  a  blood  byproduct.  It's  called  gamma  globulin. 
Unfortunately,  I  don't  know  all  the  circumstances,  but  hepatitis  C 
has  been  reported.  It  has  been  traced  in  several  cases  throughout 
the  world. 

So  not  only  do  we  have  a  life-threatening  disease,  we  now  have 
one  of  the  very  viruses — it's  not  AIDS,  though.  I  thank  God,  it's  not 
AIDS,  but  it's  very,  very  concerning. 

When  you  talk  to  specialists,  you  ask,  "What  research  is  there?" 
"Well,  we  don't  know  because  an  immune  deficient  person  acts  en- 
tirely different  than  anyone  else,  so  therefore  all  these  studies  we 
have  on  hepatitis  C  mean  nothing  for  your  child.  We're  going  to 
have  to  observe  him.  We're  going  to  have  to  do  blood  tests  periodi- 
cally and  look  for  the  warning  signs." 

I  have  to  thank  the  FDA.  After  2  years,  they  have  finally  given 
us  verbal  approval.  Hopefully  it  will  be  on  the  shelf  within  the  next 
2  weeks. 

However,  this  brought  another  concern  to  me  because  the  very 
hospital  that  treats  my  son  refused  to  treat  him  because  they  con- 
sidered during  the  FDA's  approval,  as  far  as  compassionate  care, 
they  considered  it  still  an  experimental  drug.  So  therefore  we  were 
not  able  to  be  treated  in  the  hospital  with  the  infusion. 

I've  had  better  luck  with  home  care  companies.  I  finally  found  a 
wonderful  one.  I  will  fight  for  them  for  the  rest  of  my  life.  They 
took  it  upon  themselves  the  liability  of  treating  my  son  at  home  be- 
cause they  knew  he  needed  his  infusion  to  save  a  further  infection. 

Therefore,  they  took  the  risk  of  taking  him.  If  he  had  a  reaction, 
they  could  be  in  very  big  trouble  but  they  have  been  our  Godsend. 
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The  Epi  Pen  Injection,  "911"  would  receive  a  call,  then  the  emer- 
gency room  at  our  local  hospital. 

We  also  have  the  fact  of  the  COBRA  nightmare.  My  husband  is 
an  insurance  agent  and  you  might  want  to  throw  darts  at  him  be- 
fore we  leave  this  stage,  but  his  company's  way  of  fixing  the  health 
care  reform  was  to  actually  fire  all  their  agents  and  make  them 
independents. 

So  therefore,  not  only  did  we  lose  what  little  health  care  coverage 
we  had.  We're  now  on  COBRA.  We  do  not  know  if  he  will  be  able 
to  be  insured  within  18  months.  We  also  lost  all  our  benefits.  We 
would  have  already  used  up  our  retirement  anyway,  but  now  we 
have  nothing  to  go  on  in  that  regards. 

Last  November  just  before  Senator  Riegle  profiled  our  family, 
probably  our  biggest  financial  crisis  was  our  home  was  in  fore- 
closure three  times.  We  were  a  veteran,  so  we  thought  we  were 
safe. 

When  they  came  out  to  do  the  second  appraisal  they  said,  "Don't 
worry,  VA  will  not  leave  you  stranded."  Well,  folks,  unfortunately 
we  were  on  the  road  to  no  recovery  until  we  found  Standard  Fed- 
eral. 

We  had  a  loan  officer  who  sat  down.  She  listened.  She  jumped 
through  hoops  and  so  did  her  staff  and  within  24  hours  of  our 
house  going  on  the  sheriff  auction,  we  were  remortgaged. 

Our  payment  dropped  enough  that  we  could  afford  the  house 
payment  and  we  thought  finally,  we  have  two  cars  that  are  150,000 
plus  miles,  God  granted,  they  still  got  us  where  we  needed  to  go. 
But  when  Christopher  had  surgery  in  January,  the  heater  went  out 
in  the  car  and  we  had  to  drive  to  Detroit  and  back. 

So  we  went  on  New  Year's  Eve  and  explained  our  saga  to  the  car 
dealership.  And  they  said,  "We're  going  to  have  a  car  for  you  so  you 
can  take  it."  They  gave  it  to  us  at  invoice.  People  do  listen  and  they 
do  care.  They  do  what  they  can. 

But  now  I  don't  know  if  we're  going  to  be  able  to  pay  that  car 
payment  because  now  we  have  the  COBRA  payment  and  we  have 
all  those  other  things  so  we're  back  in  the  same  strap  we  were  last 
November. 

But  my  concerns  are,  because  we  are  in  a  very  new  field,  our 
particular  illness,  is  on  the  cutting  edge  for  research  and  the  very 
essence  of  science. 

David,  the  little  boy  in  the  bubble,  I'm  sure  you  all  remember 
him.  He  suffered  from  severe  combined  immune  deficiency.  That  is 
now  cured  by  gene  therapy.  Gene  therapy  is  the  only  research  hope 
that  I  have  for  my  son. 

For  many  diseases,  that  is  where  they're  looking  for  cystic  fibro- 
sis. It's  very  costly.  I  know  there  are  people  without  insurance  and 
I  know  I've  been  very  close  many  times.  But  we  have  to  also  keep 
the  vision  of  research  as  part  of  that  program. 

And  the  pre-existing  clause  has  to  be  abolished.  That  is  totally 
inhumane.  Why  in  America  when  we  speak  of  rights  and  prejudices 
of  color  or  race  or  religion,  are  we  allowed  to  discriminate  because 
someone  is  born  with  an  illness  that  they  have  no  control,  because 
that  gene  is  there  and  has  made  them  different. 

I  don't  want  to  use  up  all  my  time  because  my  husband  had  a 
few  words.  He  wasn't  going  to  speak,  but  I  thank  you  for  hstening 
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and  I  will  pray  for  all  of  you  because  I  know  everyone  in  this  room 
has  the  same  concerns  I  do  or  they  wouldn't  be  here. 

Thank  you. 

Mr.  Arnold.  I'm  going  to  switch  from  the  tear  jerker  part  of  the 
situation  to  a  little  bit  of  a  reality  check.  And  just  for  those  of  you 
that  are  in  this  room,  if  you'll  raise  your  hands,  how  many  people 
in  here  have  automobile  insurance? 

Do  you  know  that  if  you  get  in  an  automobile  accident,  any  medi- 
cal bills  that  are  not  covered  by  health  insurance  in  this  State  will 
be  covered  under  your  auto  policy  for  as  long  as  you  live?  How 
many  people  knew  that? 

Then  I  propose  if  we  can  put  that  in  our  auto  insurance  law  in 
the  State  of  Michigan,  why  can't  we  do  something  in  the  health  in- 
surance area  for  things  other  than  auto  or  auto-related  accidents. 
Okay. 

One  thing  I  want  to  stay  away  from  in  health  care  reform  is 
pointing  fingers  at  who's  to  blame.  Everybody  involved  in  the 
health  care  system  shares  the  responsibility  and  some  blame  for 
abuses  which  have  created  some  of  the  problems. 

Part  of  the  problem  we  have  in  the  health  insurance  industry 
today  is  research  and  diagnosis  and  life  expectancies  have  far  ex- 
ceeded and  are  far  out  in  front  of  those  agencies  capable  of  han- 
dling the  situation. 

I  don't  remember  exactly  what  year  it  was  Senator  Riegle  was 
talking  about,  but  how  many  people  here  were  here  to  see  when 
Social  Security  was  enacted?  Tremendous  amount  of  people. 

How  many  people  were  alive  to  see  when  they  found  a  cure  for 
TB?  Okay.  How  many  people  here  went  through  the  recessions  in 
the  1920's?  Major  changes.  Major  changes. 

What  we've  come  to  the  point  now  is  we  have  enough  problems 
and  enough  uproar  that  now  we're  able  to  say,  "The  system  no 
longer  does  what  it  was  originally  designed  to  do.  It's  been  out- 
dated. We  have  to  revamp  it." 

One  of  the  things  that  my  concerns  addresses  is  when  you're 
dealing  with  health  insurance  companies,  we  have  been  told  no  so 
many  times  that  we  have  become  conditioned  to  accept  that  when- 
ever the  responses  come,  whenever  you  put  a  claim  in,  you  get 
somebody  says,  "No,  that's  not  covered." 

Well,  what  you  have  to  understand  is  you've  got  a  lot  of  people 
in  the  claims  departments  of  insurance  companies  that  are  han- 
dling health  insurance  that  don't  know  any  more  about  it  than  you 
do  in  this  room.  What  they  have  is  a  computer  that  has  coverage 
codes  that  says  it  is  either  a  yes  or  no  situation. 

If  you've  got  people  in  doctors'  offices  that  are  not  putting  the 
proper  codes  on  the  claims  forms — and  I  don't  know  how  many  of 
you  people  have  experienced  it,  but  we've  seen  it  time  and  again — 
you  get  a  denial.  And  like  most  people,  you  accept  that,  so  what 
happens,  you  pay  for  it  out  of  your  pocket.  Okay. 

Don't  accept  the  first  no.  Go  up  above  somebody's  head.  Case 
managers.  How  many  people  know  about  case  managers  in  health 
insurance?  Well,  I'm  seeing  three  hands  out  of  this  whole  room. 

Do  you  know  that  you  can  demand  a  case  manager  that  will 
study  your  case  individually  and  make  an  individual  judgment  on 
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your  particular  circumstances?  But  you  have  to  ask  for  it.  They  will 
not  make  that  available  to  you  unless  you  bring  it  up. 

One  thing  I  want  to  see  with  the  health  insurance  companies  is 
no  longer  a  black  and  white  code.  Research,  diseases,  conditions, 
circumstances  should  all  be  treated  on  an  individual  basis  with 
guidelines  as  criteria. 

There's  not  anybody  in  this  room,  I'd  be  willing  to  bet,  that  can 
say,  "I  have  exactly  the  same  circumstances  with  my  health  care 
as  far  as  my  health  itself  is  concerned  as  anybody  else  in  the 
room." 

But  when  you  get  a  claim  form  sent  to  the  health  insurance  com- 
pany, you  are  treated  exactly  the  same  as  anybody  else  with  that 
diagnosis. 

That's  one  of  the  things  that  immune  deficient  patients  have  run 
into.  And  I'm  going  to  bring  this  in  a  little  bit  for  the  fact  that 
we've  been  talking  about  my  son. 

The  problem  is  there  is  a  tremendous  amount  of  adult  onset  pa- 
tients who  get  this  same  disease  at  age  30  or  40  or  50  or  even 
more,  where  all  of  a  sudden,  the  normal  common  cold,  the  flu, 
pneumonia,  whatever  it  is,  every  time  you  come  in  contact  with  it, 
it  is  now  a  life-threatening  situation  because  of  the  fact  that  your 
body  isn't  functioning  properly  anymore.  Now,  think  about  that. 

Health  care  reform  has  got  to  have  the  ability  and  freedom  of 
choice  which  was  put  into  our  Constitution  in  the  United  States 
that  has  given  us  freedoms  to  do  just  about  an5^hing  that  we  want 
to  do. 

But  on  the  other  hand,  we're  being  told  that  if  you're  in  a  PPO 
and  your  doctor  does  not  want  to  send  you  to  another  physician  or 
a  specialist,  you  don't  get  to  go  and  have  it  covered. 

My  wife  said  we've  been  through  17  doctors  and  you  want  to 
know  why?  Because  like  in  any  profession,  there  are  good  people 
and  there  are  not  so  good  people  or — I  know,  I  heard  her. 

The  competency  rule,  if  you  will,  you  have  to  judge  the  individual 
you're  dealing  with.  You  have  to  have  trust  in  them  and  you  have 
to  feel  that  they  know  what  they're  doing  to  take  care  of  it. 

And  the  last  things  I'm  going  to  say  and  I  heard  this  on  cable. 
We  got  cable  the  day  that  Senator  Riegle  profiled  our  son  on  the 
Senate  floor. 

And  I'm  not  going  to  mention  his  name  but  there  is  a  well-known 
Representative  in  the  House  that  made  the  statement,  "There  is  no 
health  care  crisis  in  this  country."  If  I  could  have  reached  through 
that  television,  I'd  have  grabbed  him  by  the  throat. 

Just  like  Lisa  said,  they  don't  know  what  it's  like.  They've  never 
seen  their  kids  or  their  loved  ones  in  a  hospital  bed.  They've  never 
had  the  denial  and  the  self-sacrifice. 

And  I  just  want  to  tell  you  people,  now  is  the  time  to  stand  up 
and  be  counted,  because  whatever  we  get  is  what  we're  going  to  be 
living  with  for  a  long  time. 

Thank  you. 

[The  prepared  statement  of  Mrs.  and  Mr.  Arnold  follows:] 
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From:    Debbie  Arnold-Michigan  IDF 

Testimony-Healthcare  Reform  May  18,  1994 


RE: 


TESTIMONY--will  VJ6  Ever  Smile  Again? 

YES!!   With  answer  to  prayer  Jt  is  my  sincere  "Hope" 
that  theses  hearings  and  testlmonif.s  will  bring  about 
Change.   The  "American  Dream"  for  many  of  us  has  taken 
an  alternative  route.... IL  is  of  great  concern  to  me  how 
many  still  do  not  realize  the  impac:t  this  cris  of  health 
care  in  this  country  has  caused  on  our  total  picture.... 

I  was  talking  to  Rep  from  a  pliarmacutical  yesterday, 
Imentioned  to  her,  "If  this  crisis  was  the  oil  spill  in 
Alaska  and  the  natural  habitat  was  endangered,  all  forces 
would  be  out  to  clean  up  and  try  Lci  restore  order  aa    soon 

as  possible If  my  child  was  the  whale  that  had  beached 

himself  on  the  ocean  shore  people  vould  come  from  all  over 
to  help  and  return  him  to  his  normEil  way  of  life" .. .That ' s 
all  were  asking  tor  — to  be  given  the  chance!  You  see  my 
son  has  been  in  the  hospital  so  many  tiinea  they  know  his 
name  and  diagnosis  in  admiLLing  wit.hout  even  having  to 
look  it  up. 

we  have  seen  17  doctors  in  hiss  short  6  years  of  life. 
Hospitalizations  for  surgery,  infusiion  stays  catscnns  ect. 
exceeds  40-50  visits  between  6  hospitals.   Ten  surgeries 
have  been  performed  numerous  blood  test  and  countless 
I.V.  infusions .. .and  now  we  have  t>ie  opporitunity  to  go  to 
the  National  Institute  of  Health  in  Bethsenda,  Maryland  to 
be  a  part  of  the  Research  Project  l.'or  Pherisls  study  aand 
hopefully  the  beginning  of  "Gene"  identification  and  future 
treatment  of  his  disease. 

The  freedoms  to  beable  to  chouse  my  doctor,  care 
facility  or  horaecare  company  is  imparitive. .. .Choices- 
can  '  t  be  made  for  my  son  without  consultation  of  his 
Immunologist,  who  even  though  he  isi  the  "Specialist"  he 
Is  the  "PRIMARY  CARE  PHYSICIAN".    The  needs  of  choice 
of  product  for  treatment  and  risk  j.nvolved  If  t))e  wrong 
one  is  used  can  be  "Life  Threatening" 
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Our  son  became  ill  very  early  in  iiis  life,  hia 
first  surgery  occurred  before  he  was  a  year  old.   Now 
at  age  6,  he  has  gone  through  numerous  hospitalizations 
constant  antibiotic  therapy,  ivio  therspy  (intravenous) 
infusions  every  2-3  weeks  and  periodic  breathing  treat- 
ments which  have  become  his  way  of  lifa. 

Typically,  when  you  look  at  him,  most  often  he  ap- 
pears to  a  normal  6  year  old  child  which  is  indicitive 
of  this  disease  until  his  IV  treatment  runs  down  and 
even  his  treatment  is  no  guarantee  that  he  won't  be- 
coma  ill.  Approximately  50%  absent  from  school  days 
gives  a  better  idea  of  what  he  goes  through. 

Recently,  we  experienced  a  world-wide  recall  of 
the  specialized  product  used  in  his  IV  Therapy  which 
put  him  in  grave  danger  because  that  product  Is  es- 
sential to  his  maintaining  his  health.  Without  it, 
death  could  the  result. 

We  now  have  a  new  product  availbaie  under  com- 
passionate care  that  has  just  been  recently  approved 
by  the  fda  but  even  our  normal  hospital  refused  to  ad- 
minister it  because  it  was  not  completely  approved  by 
the  fDA  but  only  for  compassionate  cars  treatment. 
(imagine  needing  a  life  giving  drug  thst  was  available 
but  not  approved  for  use  and  watchlny  your  child  ot 
loved  one  suffer  and  possibly  die  because  of  it.(i  wont 
describe  the  emotional,  mental  and  physical  stress  that 
this  puts  on  the  patient  and  family  members  as  well, 
while  they're  trying  to  cope  with  the  averyday  normal 
Stress  Just  from  the  disease  existing. ) 

Ongoing  research  is  imperative  to  the  cure  and 
treatment  for  people  to  assure  quality  of  life.   Gene 
therapy  has  been  used  and  been  successful  in  some 
treatment  along  with  bone  marrow  transplants.   These 
procedures  are  available  because  money 'was  there  to  do 
the  job.  It  is  imperative  that  these  types  of  break- 
throughs continue  for  not  only  people  with  our  son's 
disease  but  in  any  chronic  illness. 

Homecare  has  been  a  Godsend  for  a  number  of 
reasons.  Treatment  is  given  in  a  more  familiar  sur- 
rounding making  it  less  stressful  on  our  son.   it 
Is  far  quicker  than  in  the  hospital  an.3  a  lot  less  ox- 
pensive  than  the  hospital.   The  biggest  benefit  is  the 
fact  that  he's  not  in  a  building  full  of  sick  people. 
(Last  time  he  was  in  the  hospital,  they  put  him  in  a 
room  with  a  boy  who  had  chicken  pox  so  bad  that  it  had 
gone  into  his  bone  marrow  which  is  really  stupid.) 

We  currently  have  an  Immunologiet  as  our  primary 
care  physician  who  coordinates  treatment  with  the  pedi- 
atrician and  the  ENT  doctor  if  necessary.   It  took  us 
a  couple  of  years  to  finally  find  the  people  needed  to 
give  our  son  the  care  he  needed.  We  went  through  many 
so  called  primary  care  physicians  who  did  not  have  the 
qualifications  and  experience  that  were  needed  to  give 
our  son  proper  care  and  qpaality  of  life. 

in  our  situation  and  the  case  of  Tiost  if  not  all 
chronlclcally  ill  patients;  if  we  didn't  have  the  abil- 
ity to  choose  our  physicians  and  the  way  we  receive 
treatment,  we  would  have  a  much  higher  mortality  rate 
than  wo  have  simply  because  our  options  were  limited. 
It  is  imperative  that  the  choice  of  phycian  and  treat- 
ment be  left  to  those  who  are  most  affected  by  it;  the 
patient. 

Health  insurance  has  been  another  nightmare.  Be- 
tween deductibles  and  co-pays  and  clal-ns  people  who 
don't  understand  and  refuse  or  deny  claims  that  we  have 
had  to  go  back  2  or  3  or  4  times  and  finally  get  things 
paid,  you  get  an  idea  of  what  we  go  through.   We  even 
got  to  a  "case  manager"  and  showed  then  in  dollars  and 
cents  why  it  would  be  their  advantage  to  pay  for  home 
health  care  in  our  sons  situation  instead  of  making  him 
go  to  the  hospital  for  his  treatments.  When  that  hap- 
pened, we  got  our  home  treatments  covered  and  paid  for 
by  the  health  insurance  carrier.  (Just  good  Business) 

Now  we  face  a  new  situation.  My  (father)  employer 
just  eliminated  our  health  care  program  and  I  am  now 
under  the  COBRA  program  for  the  next  18  months.  I  now 
pay  higher  premiums  and  even  though  I  have  been  assured 
that  I  will  be  able  to  convert  to  a  similiar  plan  with- 
out any  evidence  of  insurability,  who  really  knows  what 
will  be  availble  18  months  from  now.  (Imagine  our 
dilema.   Bottom  line:  WS  HAVE  NO  CHOICE  )  Our  situaiton 
is  the  dictator  here. 
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The  economic  Impact  of  this  disease  is  unbeliev- 
able.  Wa  make  over  $40.,  000  a  year;  bought  our  first 
new  care  in  10  years;  live  in  a  modest  $60,000  home 
that  we've  been  in  for  10  years  and  yet  because  of  the 
medical  bills  and  lost  time  from  work  to  care  for  our 
son;  we  faced  foreclosure  on  our  home  twice  in  199  3  and 
after  many  attempts  to  find  a  financial  Instituion  that 
cared  and  understood  the  uniqueness  of  our  situaiton, 
wa  closed  on  a  new  mortgage  in  November  1993  just  1  day 
before  a  Sheriff's  auction  would  have  sold  our  home  and 
created  another  "homeless"  family  because  of  the  impact 
this  disease  can  have  on  the  financial  wall  being  of  a 
modest  American  family. 

For  those  senators  and  Representatives  in  Congress 
who  have  stated  "There  is  no  health  care  crisis"  WALK 
A  MILE  IN  OUR  SHOES.  They  will  never  know  unless  IKey 
have  lived  it. 

Through  the  support  of  our  Church  and  our  love  of 
our  son  Christopher  and  the  love  and  support  of  his 
sister  Delena,  we  have  survived  and  there  have  been 
times  when  we  really  didn't  know  what  tomorrow  would 
bring  but  we  are  still  working  hard  to  keep  him  healthy 
and  happy. 

The  very  product  that  saves  our  son's  life  was  voluntarily 
recalled  off  the  market  by  the  manufacturer.   Now  it  is  our 
understanding  that  they  had  gone  to  the  FDA  for  approval  of 
processing  purification  upgrades  in  August  of  1992,  and  approval 
has  sill  not  been  fully  granted.   Now,  '8  month  later  they're 
worst  "FEAR"  is  a  reality.   Worldwide  nsports  and  confirmed  cases 
of  Hepatitis  S  due  to  possibly  contaminated  Blood  &  or  Dlood-By 
products.   Screening  tests  are  noL  abso.'.ute  virus  are  changing 
every  day — no  guarantees. .. .Our  child  in  at  risk  and  where  does 
the  responsibility  lie 

This  in  Itself  is  very  serluua  for  the  normal  person  but 
for  the  Immune  Deficient  person,  it's  unbelievable  1   The  only 
test  to  conlirra  exposure  is  the  RNA/DNA  test  which  is  a  very 
expensive  gene  identification  process  which  is  newly  developed 
ana  not  even  available  at  all  facilitieis  as  of  yet.   If  confirmed; 
the  only  treatment  is  Interferon  and/or  liver  transplant.   Both 
procedures  are  questionable  for  limnune  Ueficient  patinets,  because 
no  studies  are  available  on  these  types  of  patients .. .as  with  . 
many  of  the  surgical  procedures,  data  in  many  cases  ofstudy  are 
less  than  5  years  and  that  puts  ua  on  tlie  cutting  edge  of  research. 
Gene  Therapy  has  been  done  for  5CIDS  ch:Lldren,  making  the  plight 
of  "David,  Our  little  Boy  in  the  Bubble"  a  part  of  history  with 
a  hopeful  ending  ...If  research  continuiss.   Bone  Marrow  transplants 
and  Gammaglobulin  Therapy  are  a  success::ul  part  of  treatment  and 
cost  effective  measure  for  the  Insurance  Companies  if  they  do 
cost  comparisons  of  repeated  hospitalizations  for  infection  vs. 
theraputic  treatment.   1  in  500  suffer  with  nearly  70  forms  of 
primary  immune  deficient  diseases,  ther<i  should  be  a  chance  for 
everyone  of  them. 

Today  he  cannot  receive  his  infusion  in  the  hospital,  however, 
our  homecare  company  made  concessions  knowing  his  treatment  was 
a  naccessity,  even  though,  the  manufacturer  suggested  two  treatment 
in  the  hospital  before  giving  the  treatment  at  home.   It  is  my 
opinion  that  the  legal  department  at  thi;  hospital  has  advised  them 
to  abstain  from  complying  with  the  corap.issionate  care,  making  it 
nearly  impossible  for  my  doctor  to  complete  the  paperwork  for  an 
Internal  review  boards  approval  at  the  liospital. 

1)  there's  no  profit  on  this  produc ;  for  the  hospital  because 
the  manufacture  has  given  it  fieii  of  charge  under"compas- 
sionate  care"  and  the  only  money  the  hospital  receives  is 
for  the  service  they  provide.   T'.iere  is  also  no  guarantee 
the  Insurance  company  will  pay  b'jcause  this  may  be  called 
"experimental" 
2)They're  also  concerned  with  their  "liability"  using  adrug 
that  has  been  approved  of  use  by  the  FDA  for"compas3ionate 
care  only" 

Now  product  availability  lias  caused  a  30%  shortage  on  the 
market,  no  mandates  have  been  made  or  gaidelines  in  plase  for 
prioritizing  release  of  product,,.In  ma:iy  it's  a  matter  of  liio 
and  death  we  cannot  make  concessions ...  'Lot  U's"   must  be  recorded 
reporting  of  "Reations"  must  be  done  and  better  communication 
between  coporatlons  are  a  must!   Univerial  Claim  Forms  would  make 
processing  much  easier  and  someone  picking  up  a  phone  to  clarify 
a  missing  number  or  letter,  instead  of  sending  back  for  denial 
without  reason  other  then  the  attidude  ''It's  not  my  problem"would 
make  all  our  lives  easierlll 
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Wa  thank  God  everyday  for  each  other  and  for  the 
support  of  other  people  in  situations  life  ours.  We 
Started  the  Michigan  Chapter  of  the  Imnune  Defiency 
Foundation  in  April  19  9  3  and  have  educated  not  only 
other  families  and  patients  but  many  medical  profes- 
sionals as  well  as  to  the  complexity  and  severity  of 
Immune  Deficient  Diseases  including  the  heads  of  many 
Immunology  Depts  in  many  of  the  areas'  major  hospitals 
and  medical  centers. 

In  Summary:  Ours  is  a  typical  scenario  where 
Immune  Dafecient  Diseases  are  concerned  as  well  as  many 
other  forms  of  Chronic  Illness.   We  need  affordable 
health  care  coverage;  freedom  of  choice  to  get  to  those 
professionals  that  are  capable  of  helping  us  without 
limiting  us  to  those  who  may  not  be  able  to;  research 
to  seek  out  those  cures  that  will  not  only  improve  our 
quality  of  life  but  make  us  more  productive  members  of 
society  because  of  it;  educate  medical  professionals 
and  society  that  Primary  Immune  Defeciencies  are  not 
AIDS  but  they  often  result  in  pre-mature  death. 

Thank  you  for  the  oppportunity  to  present  this 
to  you  and  also  attached  is  an  article  from  the  Oakland 
Press  newspaper  on  April  6th,  1993  with  Christopher's 
story. 

Let  this  be  a  message  to  those  who  have  the  power 
to  affect  all  our  lives.  Listen  well  and  take  heed. 
THIS  IS  A  TRUE  STORY.  THESE  ARE  REAL  PEOPLE. 

in  closing,  the  words  form  Matthe\f  5: 1 -1 2"Ble3aed  are 
the  poor  in  spirit,  for  theirs  is  the  ki.ngdom  of  heaven.  Dlessed 
are  those  who  mourn,  for  they  will  be  comforted.  Blessed  are  the 
merciful,  for  they  will  be  ahuwii  mercy.   Blessed  are  the  Peacemakers, 
for  they  will  be  called  sons  of  God.   Blessed  are  those  who  are 
persecuted  because  of  riyliLeousness,  foi-  theirs  is  the  kingdom 
of  Heaven. 

"Blessed  are  you  when  people  insult  you,  persecute  you  and 
falsely  say  all  kinds  of  evil  against  you  because  of  me.   Bodoico 
and  be  glad,  because  great  is  your  reward  in  heaven,  ^o='„if»  the 
same  way  they  persecuted  the  prohets  who  were  before  you  , 

Thank-you  with  sincere  appreciation.  . 
Gods  Blessing, 

form  my  husband  Rick  and" myself 

and  our  wonderful  children,  Denena  and  Christopher 


subbmitted  by: 

Deborah  L.  Arnold 
153  Cherokee 
Pontiac,  MI  48341 
(810)332-3591 
SS#382-72-7292 
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Senator  RiEGLE.  Thank  you.  Good  job.  We're  going  to  go  in  just 
a  moment  to  our  second  panel  here. 

And  I  want  to  just  say  to  all  of  you  that  are  in  the  audience  and 
particularly  to  those  that  have  just  given  these  statements,  how 
important  this  is  as  an  act  of  citizenship  and  public  service  that 
each  of  these  people  have  come  here  today  and  have  come  up  here 
and  have  prepared  these  statements  and  sort  of  opened  up  their 
lives  to  share  what's  going  on,  as  painful  as  that  is  to  do  because 
it  helps  us  see  what's  happening  to  so  many  others. 

These  are  wonderful  acts  of  public  service  and  citizenship  that 
you've  each  performed  today.  And  there  are  not  words  adequate  to 
express  the  admiration  and  feeling  that  all  of  us  in  this  room  have 
for  each  of  you  as  you  struggle  with  these  problems. 

You  know,  we  need  prayers  in  addition  to  all  the  doctoring  and 
the  good  medicines  and  the  other  things  we  can  get  our  hands  on 
and  a  good  health  care  system  which  is  urgently  needed. 

But  I  think  it's  fair  to  say  that  you've  together  touched  every  life 
in  here.  And  I  think  we'll  all  be  different  and  better  and  wiser  as 
a  result  of  what  you've  shared  with  us  today. 

So  when  you  go  back  to  these  difficult  problems,  you're  not  going 
back  by  yourselves,  you're  taking  us  with  you  and  you're  going  to 
be — we're  going  to  be  there  thinking  about  you  and  trying  to  get 
things  done  that  will  help  you,  each  of  you.  You  can  count  on  that. 

Ms.  MiNOTT.  Thank  you. 

Mr.  La  Guire.  Thank  you,  sir. 

Senator  RiEGLE.  Let  me  now  introduce  our  final  three  panelists 
here  that  are — we're  running  a  little  long,  as  these  kinds  of  situa- 
tions sometimes  do  because  it's  important  to  take  the  time  to  hear 
these  stories. 

What  we're  going  to  do  at  the  end  of  this  hearing,  because  we're 
going  to  be  very  pressed  for  time  and  I've  got  a  health  care  meeting 
in  fact  late  today  in  Washington  that  I  must  try  to  get  back  to  so 
the  bad  guys  don't  get  bad  things  done  while  I'm  not  there.  I  want 
to  be  here,  but  I  want  to  be  there,  too,  because  I  want  to  be  there 
to  make  sure  these  things  are  taken  care  of  as  best  we  can  take 
care  of  them. 

Many  of  you  are  going  to  have  suggestions  or  questions  or  points 
of  view  that  you  want  to  express.  And  I  want  to  make  sure  that 
you  write  down  on  a  piece  of  paper  any  question  you  have  or  obser- 
vation you  want  to  make  or  story  you  want  to  tell  and  I  will  an- 
swer each  of  those  that  requires — if  it's  a  question  that  requires  an 
answer,  as  best  I  can.  And  I'll  send  it  to  you  in  the  mail  because 
we're  not  going  to  be  able  to  do  them  all  today  here  one  by  one. 

I  pledge  to  you  that  if  you  give  me  a  piece  of  paper  with  ques- 
tions or  observations  on  it  that  ask  for  comment,  you'll  hear  back 
from  me.  And  so  I  want  those  given  to  us  so  we  can  do  that. 

I  also  will  take  any  statement  that  any  of  you  want  to  prepare, 
like  you  just  heard  delivered  by  these  other  folks,  if  any  of  you 
have  a  statement  that  you  want  to  make  and  you  give  it  to  me,  I 
will  put  it  in  this  Committee  record  and  we'll  make  it  a  part  of  the 
official  record  of  the  Senate  Aging  Committee,  which  in  turn  is 
going  to  be  made  a  part  of  the  formal  Conference  on  Aging  by  the 
White  House  which  is  coming  up. 
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So  this  is  an  opportunity  for  you  to  do  that  and  have  that  kind 
of  an  impact  without  necessarily  coming  up  here  and  speaking  in 
a  microphone  today.  So  that's  an  opportunity  that's  available  to 
you. 

You  don't  have  to  just  write  it  here  in  the  room.  If  you  want  to 
write  something  and  get  it  to  me  in  the  next  week,  I'll  make  sure 
that  it  becomes  a  part  of  this  Committee  record. 

And  be  sure  to  put  your  address  on  what  you  write.  I've  got  one 
up  here  right  now  that  doesn't  have  an  address  on.  I'm  going  to 
need  to  get  an  address  on  this  so  that  I've  got  a  way  to  get  back 
with  you.  So  be  sure  to  put  a  mailing  address  and  print  it  so  I  can 
read  it  clearly. 

If  I  may,  let  me  now  introduce  our  final  three  panelists.  Joyce 
Gallant  is  from  Detroit.  She  is  chair  of  the  Michigan  AARP  Health 
and  Long-Term  Care  action  team  in  Detroit.  It's  a  very  important 
position. 

I'm  going  to  have  her  come  right  up  here  and  sit  beside  me  and 
pull  this  mike  over.  She's  here  to  discuss  the  various  aspects  of 
health  care  reform  that  affect  seniors  that  come  off  her  leadership 
work  in  AARP. 

She'll  be  followed  by  Mr.  Robert  Dolsen  from  St.  Joseph,  Michi- 
gan who  is  the  executive  director  of  the  Region  IV  Area  Agency  on 
Aging  and  has  been  a  leader  in  the  aging  network  now  for  more 
than  20  years. 

And  he's  here  to  talk  about  what  his  region  is  doing  with  respect 
to  successful  Medicaid  home  health  care  efforts  and  the  long-term 
care  needs  that  he  sees  and  wants  to  comment  upon. 

And  then  finally  Dr.  James  O'Brien  who  is  here  from  Lansing, 
Michigan,  is  currently  a  professor  and  associate  chair  of  the  De- 
partment of  Family  Practice  at  Michigan  State  University. 

He's  the  medical  director  of  geriatrics  at  St.  Lawrence  Hospital 
and  chair  of  the  Committee  on  Aging  at  the  Michigan  State  Medi- 
cal Society.  So  he  is  an  enormously  important  resource  to  us  on  the 
professional  side  here  to  discuss  his  perspective  on  the  current 
health  care  delivery  system. 

So  Joyce,  we're  pleased  to  have  you  and  we'll  take  your  state- 
ment now. 

STATEMENT  OF  JOYCE  GALLANT,  CHAIR,  MICHIGAN  AMER- 
ICAN ASSOCIATION  OF  RETIRED  PERSONS,  HEALTH  AND 
LONG-TERM  CARE  ACTION  TEAM,  DETROIT,  MI 

Ms.  Gallant.  And  I  certainly  want  to  thank  you.  Senator  Riegle, 
for  this  opportunity.  On  behalf  of  AARP  members,  let  me  thank 
you  for  your  serious  attention  to  what  is  the  most  important  public 
policy  and  family  concern  for  older  Americans  today,  health  care 
reform. 

And  certainly  after  hearing  each  of  the  stories  presented,  it  just 
reiterates  to  me  the  grave  need  for  health  care  reform  in  this  coun- 
try. 

AARP  firmly  believes  that  reform  must  guarantee  every  Amer- 
ican the  following:  Health  care  coverage,  not  merely  access.  We 
have  access  now,  but  we  must  have  universal  coverage,  a  com- 
prehensive benefit  package  that  includes  prescription  drugs  and 
long-term  care  for  Americans  of  all  ages. 
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We  need  a  systemwide  cost  containment  that  yields  affordable 
care  coverage  and  strengthens  the  Medicare  program.  These  objec- 
tives are  essential  for  a  good  health  policy  and  for  a  good  economic 
policy. 

We  need  universal  coverage,  as  mentioned  before.  One  of  the 
clearest  messages  in  this  debate  is  the  public's  call  for  universal 
coverage — not  merely  as  a  goal,  but  on  a  timetable  that  is  specified 
by  law  that  Americans  recognize.  Unless  everyone  is  covered  and 
shares  in  the  financial  responsibility,  cost-shifting  and  inefficiency 
in  the  system  will  continue  to  occur. 

We've  heard  a  lot  from  business  groups  that  want  to  reject  re- 
sponsibility for  their  share  of  costs,  even  while  the  rest  of  us  help 
to  subsidize  these  costs  for  their  workers  and  dependents.  An  em- 
ployer mandate  would  help  to  level  the  currently  uneven  playing 
field  and  permit  us  to  establish  health  insurance  that  is  fair  and 
affordable  for  all  Americans. 

Certainly  we  need  long-term  care.  While  over  37  million  Ameri- 
cans have  no  insurance  to  cover  hospital  and  doctor  costs,  over  200 
million  Americans  have  no  insurance  for  long-term  care  costs. 

There  have  been  incidents  cited  today,  so  I  won't  belabor  that 
further.  But  certainly  we  feel  that  we  must  include  long-term  care 
in  a  reform  package. 

All  family  members  are  vulnerable — children  who  are  bom  with 
birth  defects  or  various  illnesses  as  you've  heard  described  today, 
parents  who  are  injured  by  accidents  and  grandparents.  No  genera- 
tion is  spared.  We  need  long-term  care  to  cover  all  of  these  situa- 
tions. 

Yet  few  can  afford  to  pay  the  high  cost  of  such  care.  To  American 
families,  a  $20,000  bill  for  home  care  services  is  no  different  from 
a  $20,000  hospital  bill.  It's  still  $20,000  they  don't  have. 

We  need  to  have  prescription  drugs.  About  70  million  Americans 
currently,  as  we  know  well,  lack  prescription  drug  coverage.  Those 
who  cannot  afford  to  pay  for  prescription  drugs  are  often  denied  ac- 
cess to  essential  life-saving  drug  therapies. 

Or  if  they  do  take  them,  and  this  is  indeed  a  tragedy,  often  they 
have  to  reduce  the  prescribed  dosage  and  that,  of  course,  defeats 
the  medication's  purpose. 

This  can  compromise  their  health  status  and  make  them  more 
likely  to  need  more  expensive  acute  care.  The  problem  is  most  se- 
vere. And  we  must,  we  simply  must,  have  a  package  that  includes 
prescription  drugs. 

AARP  firmly  believes  that  any  viable  health  care  reform  proposal 
must  include  a  prescription  drug  benefit  for  all  Americans. 

Cost  Containment.  AARP  believes  that  given  the  rising  costs 
throughout  the  health  care  system,  it  is  absolutely  critical  to  make 
health  care  affordable  for  families  and  the  government. 

And  we  have  mentioned  here,  this  is  America.  We  are  the  people. 
We  must  have  provisions  so  that  we  can  be  taken  care  of  Any  of 
us  can  face  a  crisis  on  any  given  day  and  our  life  would  be  changed 
drastically  thereafter. 

President  Clinton  and  cosponsors  of  the  Health  Security  Act  have 
shown  their  willingness  to  establish  tough  systemwide  cost  contain- 
ment. Now  we  need  to  go  the  next  step,  enacting  health  care  re- 
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form  legislation  that  addresses  the  public's  overriding  concern 
about  the  cost  of  care. 

While  efforts  to  promote  competition  can  play  a  useful  role  in  re- 
forming the  health  care  system,  there  is  little  evidence  to  suggest 
that  the  competition  by  itself  will  solve  our  problems. 

The  approach  relied  on  in  both  Senator  Chafee's  and  Cooper- 
Breaux  bills  will  adequately  contain  health  care  costs.  There's  little 
evidence  to  indicate  that  just  to  have  competition  for  competition 
sake  will  solve  the  problem. 

Medicare.  While  the  Medicare  program  is  popular  and  successful, 
it  has  major  gaps  in  coverage  that,  over  the  years,  have  eroded  its 
promise  of  security  for  older  Americans. 

On  the  average  Medicare  now  pays  for  only  about  half  of  Medi- 
care beneficiaries'  total  care  cost.  Medicare  can  and  should  be  ex- 
pected to  be  a  part  of  any  cost-cutting  effort. 

AARP  will  oppose  any  further  cuts  to  Medicare,  because  it  will 
only  lead  to  further  cost  shifting  and  growing  access  problems  for 
Medicare  beneficiaries. 

Further,  as  Medicare  savings  result  from  health  care  reform,  it 
will  be  essential  to  redirect  those  savings  toward  filling  the  major 
gaps  in  Medicare — chiefly,  coverage  for  long-term  care  and  pre- 
scription drugs. 

In  conclusion.  Senator  Riegle,  AARP  is  committed  to  working 
with  Congress  to  ensure  that  Americans  of  all  ages  have  affordable 
health  security,  and  that  older  Americans  can  rely  on  a  strength- 
ened Medicare  program  for  years  to  come. 

Let's  do  it  now.  Let's  get  it  right.  I  appreciate  this  opportunity. 

Senator  Riegle.  Mr.  Robert  Dolsen  is  coming  up,  introduced  ear- 
lier from  St.  Joseph,  Michigan.  He  is  Executive  Director  of  the  Re- 
gion IV  Area  Agency  on  Aging  and  a  leader  in  this  area  and  we'd 
be  pleased  to  have  your  statement  now. 

STATEMENT  OF  ROBERT  DOLSEN,  EXECUTIVE  DIRECTOR, 
AREA  AGENCY  ON  AGING  REGION  IV,  ST.  JOSEPH,  MI 

Mr.  Dolsen.  Thank  you.  Senator.  I  certainly  want  to  thank  the 
Senator  for  giving  us  the  opportunity  to  share  with  you,  all  of  you, 
what  we  have  learned  in  our  experience  with  a  home-based  long 
term  care  system. 

I'd  like  to  address  three  issues: 

(1)  Are  great  numbers  of  older  persons  becoming  eligible  for  Med- 
icaid by  using  trusts  to  bury  their  substantial  assets  for  their  chil- 
dren as  we  often  see  in  the  media  exposes? 

(2)  Can  home-based  services  have  an  influence  on  nursing  home 
occupancy  and  the  use  of  medical  services? 

(3)  Can  the  nation  afford  a  universal,  community-based  long 
term  home  care  system? 

These  aren't  new  issues.  We  considered  them  when  we  initiated 
our  care  management  program  11  years  ago  and  as  it  has  evolved 
into  the  Medicaid  waiver  program. 

Well,  who  are  the  older  applicants  in  the  Medicaid  waiver  pro- 
gram? They  are  not  wealthy  people  using  clever  legal  techniques  to 
squirrel  away  their  fortunes. 

These  people  are  from  the  disintegrating  middle  class,  persons 
with  incomes  under  $13,000  a  year  with  very  modest  nest  eggs  ac- 


39 

cumulated  over  lifetimes,  usually  not  exceeding  $20,000,  which 
they  dutifully  spend  down  before  they  become  eligible  for  help.  And 
they  generally  have  families  who  do  not  exploit  them  but  indeed 
sacrifice  deeply  for  them. 

The  average  age  of  our  elderly  clients  is  well  over  80  years  old, 
although  over  20  percent  of  our  clients  are  under  65.  They  are 
more  than  often — more  often  than  not  women,  usually  living  alone. 

They  come  to  us  for  help  usually  in  a  health  crisis,  suffering  a 
disability  or  an  illness  they  have  not  anticipated. 

Their  shock  is  compounded  when  they  learn  that  they  must  be 
impoverished  to  receive  help.  And  why  are  they  surprised?  These 
traumatized  older  persons  erroneously  assumed  that  when  the  cost 
of  private  insurance  to  secure  one's  hard  earned  savings  outstrip 
an  individual's  ability  to  purchase  it,  then  policymakers  will  estab- 
lish public  insurance  programs  to  serve  that  purpose.  It's  a  prin- 
ciple on  which  Medicare  was  based. 

Instead,  the  nation  has  said  to  them,  "We  don't  want  you  to  get 
away  with  spending  any  of  your  savings  on  a  divorced  daughter  or 
a  son  hit  by  a  corporate  downsizing  or  a  grandchild  trying  to  get 
through  school. 

"Even  though  you've  worked  hard  and  contributed  all  your  life 
and  saved  a  bit,  as  you  were  encouraged  to  do,  we  want  you  to 
bum  up  that  little  bit  you've  put  aside  before  we'll  help  you.  And 
oh,  yes,  one  more  thing,  after  you're  gone,  we're  going  to  have  your 
home  sold  so  we  can  get  our  money  back." 

Those  v/ith  whom  we  work  are  spared  the  third  shock — that 
without  the  waiver  in  place,  they  would  have  had  to  go  to  a  nurs- 
ing home  to  receive  any  help.  Without  exception,  they  are  most 
grateful  for  the  opportunity  to  stay  in  their  own  homes. 

And  they  are  most  grateful  to  find  teams  of  expertly  trained  reg- 
istered nurses  and  social  workers  to  explain  their  options  and  to 
carry  out  their  choices  in  a  compassionate  and  consistently  profes- 
sional way. 

But  is  this  home-based  waiver  efficient,  the  preferences  of  dis- 
abled persons  aside? 

We  realized  at  the  outset  that  if  we  were  to  have  a  significant 
bearing  on  nursing  home  occupancy  or  the  use  of  medical  facilities, 
we  would  have  to  confine  our  efforts  to  those  who  truly  needed  the 
services  and  we  target  tightly. 

All  our  clients  are  certified  to  be  medically  appropriate  for  nurs- 
ing home  placement  by  the  Michigan  Department  of  Public  Health; 
and  the  impact  of  serving  this  at-risk  group  has  been  profound.  We 
have  laid  to  rest  the  notion  that  if  you  build  a  nursing  home  bed, 
they  will  fill  it. 

Michigan  has  a  tough  Certificate  of  Need  law  limiting  the  num- 
ber of  nursing  home  beds  in  each  county.  But  in  southwestern 
Michigan,  no  one  has  bothered  to  build  the  123  beds  for  which  a 
Certificate  of  Need  permit  would  be  readily  issued. 

Indeed,  an  additional  49  beds  in  one  nursing  home  have  been 
shut  down  for  several  years.  And  one  16-bed  home  just  shut  its 
doors.  And  all  of  this  without  a  clamor  for  more  beds. 

And  the  impact  goes  beyond  that.  In  addition,  an  early  study  by 
the  Center  for  Social  Research  at  Western  Michigan  University 
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found  that  clients  in  our  program  have  fewer  hospital  visits,  fewer 
emergency  room  visits,  and  fewer  nonroutine  physician  visits. 

So  a  final  issue  is,  could  the  Nation  afford  to  provide  home-based 
long-term  care  to  all  at-risk  persons  with  disabilities? 

Well,  it  depends  very  much  on  how  the  system  is  structured. 
Some  cost  estimates  range  as  high  as  $56  billion  and  for  good  rea- 
son. 

Based  on  the  recent  experience  of  Medicare  home  health  services, 
expenditures  under  current  procedures  would  reach  that  level  by 
the  turn  of  the  century.  In  1988,  the  Court  in  Duggan  v.  Bowen, 
the  Court  opened  up  eligibility  for  Medicare  home  health  substan- 
tially. It  blurred  the  distinction  between  acute  recuperative  care 
and  chronic  care.  Today,  chronic  care  patients  may  receive  support- 
ive services  through  the  avenue  of  skilled  care,  even  when  the  pa- 
tient's condition  is  stable  and  expensive  skilled  care  is  unnecessary. 

The  Health  Policy  Center  at  Brandeis  University  studied  the 
Health  Care  Financing  Administration  (HCFA)  records  of  Medicare 
home  health  recipients  and  found  that  expenditures  between  1988 
and  1991  increased  from  $2.1  billion  to  more  than  $7  billion.  While 
the  expenditures  more  than  tripled,  the  number  of  patients  added 
were  very  modest. 

The  Policy  Center  points  out  that  this  home  health  benefit  is 
supply-driven  with  demand  determined  by  provider  discretion.  The 
Policy  Center  concluded  that  even  if  growth  rates  moderate,  "ex- 
pected charges  may  increase  to  $18  billion  by  1995  and  could  ex- 
ceed $65  billion  by  the  end  of  the  decade,  outdistancing  Medicare's 
payments  to  physicians." 

And  this  is  not  a  comprehensive  program.  Large  numbers  of 
Americans  with  disabilities  would  be  left  out  even  if  the  bank  is 
broken. 

And  this  is  the  final  insight  we  would  like  to  share  with  you.  An 
efficient,  effective  home  care  system  must  separate  recuperative 
care,  which  requires  skilled  care  for  therapeutic  reasons,  from  sup- 
portive care,  which  may  or  may  not  include  expensive  skilled  care. 

In  fact,  in  most  cases  some  t3T5e  of  unskilled  care  may  be  far 
more  beneficial  to  clients. 

The  Medicaid  waiver  project  in  Michigan  uses  primarily  personal 
care  rather  than  a  medicalized  model  of  home  health.  We  may  use 
skilled  care  when  it  is  necessary  and  desirable  and  we  are  quick 
to  admit  clients  to  the  medical  system  in  the  event  of  an  acute  care 
episode  of  medical  instability. 

An  efficient,  effective  system,  best  for  client  as  well  as  taxpayer, 
must  be  need-driven,  not  supply-driven. 

This  requires  that  the  care  be  managed  by  a  non-service  provid- 
ing agency  without  any  vested  interest  in  any  particular  service, 
driven  by  a  purely  focused  interest  in  the  welfare  of  the  client;  one 
that  helps  the  client  choose  from  the  range  of  services  in  the  mar- 
ketplace and  allows  services  to  be  drawn  from  a  variety  of  sources 
and  agencies  in  accordance  with  the  client's  best  interest  and  with 
full  consideration  of  quality. 

Michigan's  Medicare  waiver  program  uses  non-service  provider 
agencies  for  its  care  management,  usually  Area  Agencies  on  Aging. 

If  this  model  were  extended  to  all  nonwaivered  eligible  Ameri- 
cans with  disabilities  of  all  ages  and  if  graduated  co-pays  for  those 
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with  incomes  over  $15,000  annually  were  instituted,  allowing  for 
private  insurance  for  wraparound  coverage,  according  to  our  best 
estimates,  it  could  be  fully  implemented  through  the  Aging  Net- 
work nationwide  for  between  $18  billion  and  $23  billion,  about  a 
third  of  the  projected  costs  of  the  Medicare  home  health. 

And  that  does  not  count  the  savings  that  may  be  realized  in 
other  Medicare  expenditures  and  in  nursing  home  care.  And  keep 
in  mind,  no  one  would  be  denied  appropriate  medical  care  or 
skilled  home  nursing  care. 

It  is  no  accident  that  in  many  States  Medicaid  waivers  are  oper- 
ated by  Area  Agencies  on  Aging. 

Over  the  last  20  years,  the  Aging  Network  has  been  putting  in 
place  mechanisms  to  carry  out  the  home  care  system  you  are  con- 
templating and  is  prepared  to  fulfill  the  mission  of  the  Older  Amer- 
icans Act.  It  should  not  be  ignored  as  a  system  to  achieve  solid  effi- 
ciencies in  long-term  care. 

By  the  year  2000,  medical  researchers,  such  as  those  in  the  Na- 
tional Institutes  of  Health,  will  find  ways  to  address  Alzheimer's 
disease  and  other  types  of  dementia,  find  methods  to  control  incon- 
tinence, discover  medications  to  manage  congestive  heart  failure, 
and  reduce  the  number  of  strokes. 

There  will  be  spectacularly  diminished  necessity  for  nursing 
home  admissions  for  persons  with  chronic  diseases.  And  we  must 
find  ways  now  to  address  these  extraordinary  changes. 

Can  we  afford  it?  Well,  we  still  have  one  of  the  highest  median 
household  incomes  in  the  world.  And  other  nations  with  lesser  re- 
sources seem  to  be  able  to  address  the  problems  of  health  and  long- 
term  care.  Why  can't  we? 

President  George  Bush  in  his  Inaugural  Address  said,  "We  may 
not  have  the  wallet,  but  we  have  the  will."  It  appears  that  he  may 
have  had  it  wrong.  We  do  have  the  wallet.  It  may  be  the  will  that 
is  lacking. 

Thank  you. 
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Statement  of 


Robert  Dolsen 

Executive  Director 

Region  IV  Area  Agency  on  Aging 


I  am  Bob  Dolsen,  the  Executive  Director  of  the  Region  IV  Area  Agency  on  Aging,-which 
serves  Southwestern  Michigan.  And  I  thank  you  for  the  opportunity  to  share  with  you  what 
we  have  learned  in  our  tleven  years  of  experiences  with  a  home-based  long  term  care 
system. 

We  have  seen  and  heard  f-om  the  media  and  from  policymakers  perspectives  on  long  term 
care.  Much  of  it  is  very  disooncerting  to  us,  since  they  have  become  part  of  the  conventional 
wisdom  and  the  premises  en  which  the  national  debate  about  long  term  care  is  being  waged. 

I  would  like  to  address  thiee  of  these  issues: 


1)  Are  great  numbers  of  older  persons  becoming  eligible  for  Medicaid  by  using  trusts  to 
"bury"  their  substantial  assets  for  their  children? 

2)  Can  home-based  services  have  an  influence  on  nursing  home  occupancy  and  the  use  of 
medical  services? 

3)  Can  the  nation  afford  a  universal,  community-based  long  term  home  care  system? 


These  aren't  new  issues.  Indeed,  we  had  them  in  mind  when  we  designed  the  model  for  our 
Care  Management  Project  eleven  years  ago.  We  did  an  extensive  literature  search  of  home 
care  models.  Including  the  Channeling  Demonstration  Grants  of  the  late  1970s,  and  since 
then,  as  our  system  evolved  into  the  Medicaid  waiver,  we  have  incorporated  measures  to 
address  these  issues,  as  have  our  colleagues  in  the  four  other  Area  Agencies  on  Aging  who 
operate  the  state's  other  w.iiver  sites. 

Well,  who  are  the  older  applicants  in  the  Medicaid  waiver  program?  They  are  not  wealthy 
people  using  clever  legal  titchniques  to  squirrel  away  their  fortunes.  These  people  are  from 
the  disintegrating  middle  class,  persons  with  incomes  under  $13,000  a  year,  with  modest  nest 
eggs  they  have  accumulated  over  lifetimes,  usually  not  exceeding  $20,000  or  $30,000,  which 
they  dutifully  spend  down  before  they  become  eligible  for  help. 
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The  average  age  of  our  elderly  clients  is  well  over  eighty  (although  over  20%  of  our  clients 
are  under  65).  They  are  more  often  than  not  women,  usually  living  alone.  They  come  to  us 
for  help  usually  in  a  health  crisis.  Suffering  a  disability  or  an  illness  they  had  not  anticipated, 
their  shock  is  compounded  when  they  learn  that  they  must  be  impoverished  to  receive  help. 
And  why  are  they  surpr.sed?  Because  the  securing  of  one's  hard-earned  savings  in 
anticipation  of  a  catastropiie  is  a  well-established  American  principle.  And  when  the  costs 
of  private  insurance  for  that  security  outstrips  an  individual's  ability  to  purchase,  then 
policymakers  establish  public  insurance  programs  to  serve  that  purpose.  It's  the  principle  on 
which  Medicare  was  based, 

Those  traumatized  older  p<  rsons  erroneously  assumed  policy  and  program  would  follow  that 
principle.  Instead,  the  polity  Implies,  "We  don't  want  you  to  get  away  with  spending  any  of 
your  savings  on  a  divorced  daughter,  or  a  son  hit  by  a  'downsizing,'  or  a  grandchild  trying 
to  get  through  school.  Even  though  you've  worked  hard  and  contributed  all  your  life  and 
saved  a  bit  as  you  were  encouraged  to  do,  we  want  that  little  bit  you've  put  aside  before 
we'll  help  you.  And,  oh  yes,  one  more  thing  •-  after  you're  gone,  we're  going  to  have  your 
home  sold  so  we  can  get  ihat  money  back." 

Those  with  whom  we  work  are  spared  the  third  shock:  that  without  the  waiver  in  place,  they 
would  have  had  to  go  to  i  nursing  home  to  receive  any  help.  Without  exception,  they  are 
most  grateful  for  the  opportunity  to  stay  in  their  own  homes.  And  they  are  most  grateful  to 
find  teams  of  registered  nurses  and  social  workers  expertly  trained  to  explain  their  options 
and  to  carry  out  their  choices. 

But  is  this  home-based  waiver  efficient,  the  preferences  of  disabled  persons  aside? 

We  recdized  at  the  outset  that  if  we  were  to  have  a  significant  bearing  on  nursing  home 
occupancy  or  the  use  of  medical  facilities,  we  would  have  to  confine  our  efforts  to  those  who 
truly  needed  those  services.  So  we  deliberately  targeted  our  clientele  very  tightly,  accepting 
only  those  "with  multiple  and  complex  needs"  and  wailing  at  the  nursing  home  door.  All  our 
clients  are  certified  to  be  medically  appropriate  for  nursing  home  placement  by  the 
Michigan  Department  of  Public  Health. 
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And  the  impact  has  been  profound.  Michigan  has  a  per  capita  nursing  home  rate  slightly  less 
than  the  average  for  the  nation,  and  in  Southwestern  Michigan  we  have  a  rate  209&  lower 
than  the  average  for  the  st.ite.  We  have  laid  to  rest  the  notion  that  "if  you  build  a  nursing 
home  bed,  they  will  fill  it.'  Michigan  has  a  tough  Certificate  of  Need  law,  limiting  the 
number  of  nursing  home  beds  in  each  county.  But  in  Southwestern  Michigan  no  one  has 
bothered  to  build  the  122  beds  for  which  a  Certificate  of  Need  permit  would  be  readily 
issued,  Indeed,  an  additional  forty-nine  beds  in  one  nursing  home  has  been  shut  dowoi  for 
several  years  and  a  sixteen-bed  home  shut  its  doors,  All  this  without  a  clamor  for  more  beds. 

But  the  impact  goes  beyond  that.  A  early  study  by  the  Center  for  Social  Research  at 
Western  Michigan  University,  using  the  classic  control  and  experimental  group  model,  found 
that  clients  in  our  program  had  fewer  hospital  visits,  fewer  emergency  room  visits,  and  fewer 
non-routine  physician  visits. 

And  because  we  are  an  Area  Agency  on  Aging,  we  have  been  able  to  use  to  great  advantage 
the  Title  III  monies  from  the  Older  Americans  Act  to  develop  essential  services  where  our 
Care  Management  client-tracking  system  shows  us  they  exist:  home  repair,  including  ramps; 
respite  care;  financial  services;  etc.  Currently,  we  are  developing  a  program  to  send  nurse 
practioners  or  retired  physicians  to  the  homes  of  very  frail  older  persons  who  suffer  from 
congestive  heart  failure,  or  influenza,  or  viral  infections  -  persons  for  whom  a  move  to  an 
emergency  room  or  a  doctor's  office  wouid  be  risi<y  and  expensive. 

And,  in  all  founeen  regions  in  Michigan,  Area  Agencies  on  Aging  have  been  able  to 
establish  modest  programs  of  Care  Management  for  persons  who  don't  quite  meet  the  strict 
Medicaid  financial  eligibiliry  but  still  have  great  need  for  long  term  care. 

So  the  final  issue  is ...  could  the  nation  afford  to  provide  home-based  long  term  care  to  all 
at-risk  persons  with  disabilities? 

Again,  it  depends  very  mu:h  on  how  the  system  is  structured.  Some  cost  estimates  range  as 
high  as  $56  billion.  And  fo:  good  reason.  Based  on  the  recent  experience  of  Medicare  home 
health  services,  expenditures  under  current  procedures  could  reach  that  level  by  the  turn  of 
the  century. 
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In  1988,  the  court  in  the  D  jggan  v.  Bowen  case  rendered  a  ruling  requiring  the  Health  Care 
Financing  Administration  (HCFA)  to  open  up  eligibility  for  Medicare  home  health  care 
substantially.  It  has  blurrsd  the  distinction  between  acute  recuperative  care  and  chronic 
care.  Today,  chronic  care  patients  may  receive  supportive  services  through  the  avenue  of 
skilled  care  --  even  when  the  patient's  condition  is  stable  and  expensive  skilled  care  is 
unnecessary. 

A  study  by  The  Health  Policy  Center.  Brandeis  University,  and  LifePlans,  reveals  that  the 
consequence  of  this  has  b{:en  an  explosion  in  Medicare  home  health  expenditures.  Under 
a  grant  from  the  Robert  Wood  Johnson  Foundation,  the  Policy  Center  studied  HCFA 
records  of  Medicare  home  health  recipients  and  found  that  expenditures  between  1988  and 
1991  increased  from  J2.1  billion  to  more  than  J7  billion.  While  the  expendimres  more  than 
tripled,  numbers  of  patienti  added  were  modest,  with  the  single  most  important  component 
of  the  growth  the  average  number  of  visits,  accounting  for  60.3%  of  the  growth. 

The  Policy  Center  points  DUt  that  this  home  health  benefit  Is  "supply  driven,"  with  demand 
determined  by  provider  discretion.  The  Policy  Center  concluded  that  even  if  growth  rates 
moderate,  "expected  charges  may  increase  to  $18  billion  by  1995  and  could  exceed  $65 
billion  by  the  end  of  the  decade,  outdistancing  Medicare's  payments  to  physicians." 

This  current  Medicare  hone  health  system  is  not  a  comprehensive  home  care  system.  Large 
numbers  of  Americans  wi'h  disabilities  will  be  left  out  even  when  the  bank  is  broken. 

And  this  is  the  final  insight  we  would  like  to  share  with  you.  An  efficient,  effective  home 
care  system  must  separate:  recuperative  care,  which  requires  skilled  care  for  therapeutic 
reasons,  from  supportive  care,  which  may  or  may  not  include  expensive  skilled  care.  In  fact, 
some  type  of  unskilled  caie  may  be  far  more  beneficial.  The  Medicaid  waiver  project  in 
Michigan  uses  primarily  personal  care,  rather  than  the  medicalized  model  of  home  health, 
need  it  or  not.  We  may  u!;e  skilled  care  when  it  is  necessary  and  desireable,  and  we  are 
quick  to  admit  clients  to  the  medical  system  in  the  event  of  an  acute  care  episode  or 
medical  instability. 

And  an  efficient,  effective  system,  best  for  client  as  well  as  taxpayer,  must  be  need-driven, 
not  supply-driven.  This  req  jires  that  the  care  be  managed  by  a  non-service  providing  agency 
without  any  vested  interest  in  any  particular  service,  driven  by  a  purely  focused  interest  in 
the  welfare  of  the  clients,  one  that  helps  the  client  choose  from  the  range  of  services  in  the 
marketplace  and  allows  services  to  be  drawn  from  a  variety  of  sources  and  agencies  in 
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accordance  with  the  client's  best  interests.  This  model  also  provides  an  excellent  mechanism 
to  establish  across  a  rangi!  of  diverse  agencies  and  services  quality  improvement  measures 
based  on  client  outcomes. 

Michigan's  Medicaid  waiver  program  uses  non-service  provider  agencies  for  its  care 
management,  usually  an  /\ita.  Agency  on  Aging,  and  has  adopted  a  social  support  model, 
tightly  targeted  toward  these  with  multiple  and  complex  needs.  If  this  model  were  extended 
to  all  non-Waiver  eligibU;  Americans  with  disabilities  --  of  all  ages  --  and  if  graduated 
copays  for  those  with  incomes  over  $15,000  annually,  allowing  for  private  insurance  for 
"wrap-around"  coverage,  Jiccording  to  our  best  estimates,  it  could  be  fully  implemented 
through  the  Aging  Network  nationwide  for  between  $18  billion  and  $23  billion,  about  a  third 
of  the  projected  costs  of  Medicare  home  health  •-  with  business  as  usual.  And  that  does  not 
count  the  savings  that  may  be  realized  in  other  Medicare  expenditures  and  in  nursing  home 
care. 

It  is  no  accident  that  in  many  states  Medicaid  waivers  are  operated  by  Area  Agencies  on 
Aging.  The  Older  Americans  Act  in  1973  gave  Area  Agencies  on  Aging  the  charge  to 
"establish  comprehensive,  i:oordinated  systems  of  services  at  the  regional,  or  substate  level 
to  keep  older  persons  in  their  own  home  or  places  of  residence  as  long  as  possible."  For 
the  last  twenty  years  the  A.jing  Network  has  been  putting  in  place  mechanisms  to  carry  out 
the  home  care  system  you  are  contemplating,  and  is  prepared  to  fulfill  the  mission  of  the 
Older  Americans  Act.  It  should  not  be  ignored  as  a  system  to  achieve  solid  efficiencies. 

By  the  year  2000,  medical  researchers,  such  as  those  in  the  National  Instimtes  on  Health, 
will  find  ways  to  address  /Uzheimer's  Disease  and  other  types  of  dementia,  find  methods  to 
control  incontinence,  discover  medications  to  manage  congestive  heart  failure,  and  reduce 
the  numbers  of  strokes.  There  vnW  be  spectacularly  diminished  necessity  for  nursing  home 
admissions  for  persons  wi  ;h  chronic  diseases.  And  we  must  find  ways  now  to  address  these 
extraordinary  changes. 

Can  we  afford  it?  Well,  we  still  have  one  of  the  highest  median  household  incomes  in  the 
world.  And  other  nations  with  lesser  resources  seem  to  be  able  to  address  the  problems  of 
health  and  long  term  care.  Why  can't  we?  President  George  Bush,  in  his  Inaugural  Address, 
said  that  "we  may  not  havs  the  wallet,  but  we  have  the  will."  It  appears  that  he  may  have 
had  it  wrong.  We  do  have  the  wallet.  It  may  be  the  will  that  is  lacking. 

Reference:  The  Health  Policy  Center,  Brandeis  University  &  LifePlans,  Inc.,  "Medicare 
Covered  Home  Health  Services:  The  Struggle  for  Definition  and  Implications  for 
Populations  Served."  Walt  ham.  Massachusetts.  1993 
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Senator  RiEGLE.  Thank  you  very  much.  Very  good.  And  we  ap- 
preciate that  presentation.  And  now  finally  Dr.  James  O'Brien, 
who's  here  from  Lansing,  and  I've  mentioned  before  his  important 
roles  that  he  is  presently  involved  in. 

And  we'd  like  to  hear  from  you  now.  Doctor. 

STATEMENT  OF  JAMES  O'BRIEN,  M.D.,  PROFESSOR  AND  ASSO- 
CIATE CHAIR,  DEPARTMENT  OF  FAMILY  PRACTICE,  MICHI- 
GAN STATE  UNIVERSITY;  MEDICAL  DIRECTOR,  GERIATRICS, 
ST.  LAWRENCE  HOSPITAL;  AND  CHAIR,  COMMITTEE  ON 
AGING,  MICHIGAN  STATE  MEDICAL  SOCIETY 

Dr.  O'Brien.  Thank  you,  Senator.  I  truly  feel  humbled  and  inad- 
equate in  the  presence  of  some  exceptional  human  beings. 

It's  a  pleasure  to  be  here  and  my  presentation  will  be  much  less 
passionate  and  compelling  than  perhaps  what  we've  heard,  but  I 
think  perhaps  equally  important. 

What  I  want  to  focus  on  really  are  some  critical  elements  that 
I  think  should  be  in  any  new  health  care  system.  And  such  ele- 
ments or  values  that  perhaps  emphasize  function,  independence, 
and  autonomy  for  older  adults,  continuity,  sensitivity  to  the  par- 
ticular needs  of  older  adults,  acknowledging  the  role  of  the  family 
and  finally  integration  of  the  social,  personal,  and  medical  needs  in 
the  provision  of  care. 

This  should  be  centered  in  a  primary  care  type  setting,  which  is 
the  model  that  seems  to  be  most  successful  in  many  other  coun- 
tries. I  want  to  emphasize  each  of  the  elements  and  I'll  try  to  be 
as  quick  and  efficient  as  possible. 

I  think,  in  particular,  physicians  need  to  re-orient  and  be  much 
more  attentive  to  an  individual's  functional  capacity,  as  this  has 
such  a  profound  effect  on  independence  and  autonomy. 

For  example,  a  list  of  chronic  diseases  tells  us  very  little  about 
the  health  of  an  older  adult;  whereas  the  loss  of  an  ability  to  bathe 
or  to  dress  may  be  of  huge  significance  and  makes  that  individual 
dependent  on  somebody  else. 

Many  of  these  losses  of  function  are  not  related  to  aging  thus  v/e 
need  to  understand  that  many  of  them  may  be  amenable  to  treat- 
ment or  to  restoration. 

A  prime  example  occurs  in  hospital  settings.  Given  the  hazards 
of  bed  rest  where  an  older  adult  who's  at  absolute  bed  rest,  may 
lose  5  percent  of  their  strength  per  day,  we  still  mandate  that  peo- 
ple are  at  bed  rest. 

So  I  think  that  physicians  and  hospitals  need  to  reorient  and  be- 
come part  of  the  solution  rather  than  part  of  the  problem. 

Autonomy.  The  autonomy  of  older  adults  should  be  valued.  Deci- 
sions by  the  older  adult  regarding  where  to  live,  may  be  in  conflict 
with  family  wishes,  particularly  if  the  decision  imposes  some  risk, 
despite  that  those  wishes  need  to  be  honored  and  supported  and  re- 
spected. 

Similarly  preferences  regarding  terminal  care  expressed  through 
living  wills  or  advance  directives  need  to  be  honored,  again,  even 
if  this  is  at  odds  with  family  wishes. 

I  think  we  witnessed  this  most  recently  when  a  former  President, 
despite  access  to  unlimited  technology,  chose  to  exercise  an  option 
that  resulted  in  death  with  dignity. 
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I'm  not  antitreatment.  I  think  when  treatment  can  be  helpful 
and  restore  function  and  independence,  or  provide  comfort,  it 
should  be  prescribed,  despite  age. 

Continuity.  Each  older  adult  should  have  access  to  a  primary 
care  physician  who  provides  first  contact  and  ongoing  care  and  who 
can  coordinate  care  in  an  increasingly  complex  environment,  so 
that  over  time  an  enduring  relationship  can  develop. 

Ideally,  this  should  be  in  collaboration  with  other  primary  care 
practitioners,  including  advanced  degree  nurses,  physicians'  assist- 
ants, and  social  workers. 

The  next  principle,  sensitivity  to  aging.  Given  that  a  very  limited 
number  of  physicians  are  pursuing  training  in  geriatric  care,  we 
need  to  upgrade  the  skills  of  existing  practitioners  so  that  they're 
educated  to  the  particular  needs  and  problems  of  older  adults.  Tra- 
ditionally this  has  not  been  taught  in  medical  schools. 

Physicians  need  to  understand  that  oftentimes  there's  an  exquis- 
ite sensitivity  and  vulnerability  on  the  part  of  older  adults  to  cer- 
tain drugs  and  certain  diagnostic  tests  that  may,  in  fact,  do  more 
harm  than  good. 

Continued  and  expanding  research  is  needed  especially  with  re- 
gard to  the  new  technologies  and  their  risk  benefit  to  older  adults. 
In  the  future,  procedural,  and  attitudinal  skills  specific  to  older 
adults  need  to  be  incorporated  in  medical  school,  residency,  and 
continuing  education  curricula  for  all  physicians. 

The  role  of  the  family,  who  are  such  an  integral  part  in  the  suc- 
cess of  any  medical  intervention,  needs  to  be  supported  and  supple- 
mented. Families,  when  available  need  to  be  integral  partners  in 
providing  care  to  older  adults. 

They  need  to  be  educated  regarding  the  range,  the  potential  and 
the  limitations  of  health  care  services.  Families  providing  essential 
care  to  older  adults  should  be  supported  and  encouraged. 

We  had  a  situation  recently  where  this  elderly  couple,  the  wife 
who  had  Alzheimer's  disease  for  10  years,  was  totally  dependent, 
was  wheelchair  bound,  incapable  of  speech  or  feeding  herself,  et 
cetera. 

Her  husband  provided  round-the-clock  care,  and  when  he  was  di- 
agnosed with  prostate  cancer  he  chose  a  treatment  that  would  im- 
pose the  least  burden  on  his  wife,  so  it  would  limit  the  time  that 
he  was  in  the  hospital  and  away  from  her. 

And  you  know,  any  additional  services  that  had  to  be  provided 
in  his  absence  were  out-of-pocket  expenses.  That's  ridiculous. 

Elder  care.  Finally,  in  terms  of  integration  in  a  primary  care  sys- 
tem, elder  care,  given  its  complexity  of  medical,  social,  mental,  and 
functional  demands  requires  an  integrated  system.  I  think  we 
heard  that  in  the  testimony  this  morning. 

So  we  need  a  system  that  can  respond  to  these  multiple  needs. 
If  we  base  this  in  a  primary  care  system  with  primary  care  physi- 
cians, but  integrated  with  nursing,  social  work  and  then  bolster  it 
with  specialty  care,  as  we  need  our  specialty  care. 

And  I'm  pro-specialty  care,  but  we  need  speciality  care  coordina- 
tion. This  then  could  constitute  a  unit  that  could  deliver  acute, 
chronic,  and  expanded  health  care. 
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I  was  asked  to  comment  briefly  on  managed  care  versus  fee  for 
service.  You  have  to  realize  not  all  physicians  are  homogenous,  so 
I  may  be  representing  a  smaller  group  here. 

But  my  sense  is,  this  plan  or  a  plan  could  be  ofTered  in  a  man- 
aged care  model,  but  the  entity  would  need  to  define  its  range  of 
services  that  would  and  would  not  be  offered. 

Basic  care  for  all,  with  an  emphasis  on  prevention  and  quality 
of  life,  would  be  accorded  the  highest  priority;  whereas,  futile  and 
excessive  care  would  be  limited. 

The  older  adult  would  be  a  partner  in  this  endeavor  in  decision- 
making as  well  as  participating  in  some  form  of  pajonent  via  a  co- 
pay  but  preferably  this  should  be  on  a  sliding  scale.  So  for  those 
that  don't  have  it,  there  shouldn't  be  any  payment. 

Exemplary  models  of  senior  managed  care  programs  should  con- 
tinue to  be  piloted.  I  don't  think  we  have  the  model  or  an  excep- 
tional model  yet,  so  we  need  to  experiment,  I  think. 

And  then  when  we  find  successful  models,  we  should  disseminate 
that  information.  And  perhaps  social  HMOs  have  the  greatest  po- 
tential to  meet  the  broader  health  care  needs  of  the  elderly,  but 
this  would  require  much  greater  flexibility  and  funding. 

The  early  retirees.  We've  already  heard  of  the  great  need  to  pro- 
vide some  assistance  to  those  individuals.  Many  of  those  individ- 
uals in  my  experience  may  have  retired  on  lower  incomes,  and  typi- 
cally don't  have  health  insurance,  they  may  have  retired  for  health 
reasons  or  may  have  retired  to  care  for  a  spouse  or  a  relative.  They 
need  immediate  assistance  and  support. 

A  comment  on  Medicare.  The  system  is  inadequate  in  many  re- 
spects, fails  to  cover  payment  for  the  prescription  drugs — again,  I 
don't  want  to  be  redundant — and  oftentimes  will  cover  expensive 
acute  care  services  but  then  fail  to  provide  the  home  care  services 
that  might  either  keep  the  person  out  of  the  hospital  or  allow  them 
the  opportunity  for  full  recovery. 

Medicare  reimbursement  for  primary  care  physicians,  given  the 
complexity  of  the  problems  in  that  setting,  is  inadequate  and  there- 
fore an  impediment  to  access. 

A  comment  about  legal  reform.  In  this  new  system,  given  that 
the  emphasis  is  on  partnership  and  collaboration,  meaningful  legal 
reform,  or  specifically  malpractice  reform  needs  to  occur  so  that 
physicians  feel  less  obligated  to  practice  defensive  medicine. 

Such  action  is  likely  to  benefit  the  older  patient  in  particular,  by 
lessening  the  risk  from  the  unnecessary  expense  of  and  often  haz- 
ardous diagnostic  tests. 

In  closing,  despite  perceptions  to  the  contrary,  my  sense  is  many 
physicians,  particularly  those  in  the  trenches,  want  to  be  partners 
in  effecting  change  and  help  create  an  exemplary  system  of  care  for 
older  adults,  which  I  think  we  are  eminently  capable  of  achieving 
in  this  country. 

Thank  you. 

Senator  RiEGLE.  Thank  you  very  much,  Dr.  O'Brien. 

We're  going  to  follow  this  plan  for  the  remainder  of  the  time  we 
have  together.  We've  covered  a  lot  of  ground.  I  must  leave  imme- 
diately to  try  to  make  this  plane  in  Detroit  to  get  back  for  this 
health  care  meeting  in  Washington  later  today. 
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I'm  now  going  to  call  up  two  of  my  senior  staff  members,  John 
Sciamanna,  who  is  here  from  Washington  who's  assisting  me  on 
health  care  reform  and  Elizabeth  Gertz  who  works  in  that  capacity 
here  in  the  State  of  Michigan. 

And  they  will,  over  the  period  of  maybe  the  next  final  20  minutes 
here  do  this — allow  any  questions  that  any  of  you  want  to  direct 
to  any  of  our  panelists  who  are  still  here. 

To  be  able  to  do  that,  we'll  have  a  period  for  that.  And  then  if 
there's  anybody  else  who  has  questions  that  they  want  to  ask  about 
the  plans  that  are  on  the  table,  that  you  may  have  some  confusion 
about,  the  Clinton  plan,  the  other  plans,  both  John  and  Elizabeth 
are  in  a  position  to  try  to  respond  to  those  questions. 

I  would  say,  again,  anything  else  that  you'd  like  a  response  to 
in  writing,  if  you'd  give  me  that  with  your  mailing  address,  we'll 
respond  to  that. 

I'm  going  to  excuse  myself  now.  We're  going  to  conclude  the  hear- 
ing in  about  a  half  an  hour,  the  way  I've  just  described.  Let  me 
bring  John  and  Elizabeth  up  now  and  thank  you  all  as  I  must  de- 
part. Thank  you. 

Mr.  Sciamanna.  Are  there  any  questions  or  would  anybody  wish 
to  make. 

Spectator.  Yes,  sir.  I  just  want  to  make  a  comment.  I  want  to 
thank  the  Senator  for  having  this  meeting.  I  know  all  about  this 
reform  package.  I  have  no  questions.  And  I  wish  him  a  very  safe 
trip  back  to  Washington  and  "Give  them  hell,  Harry." 

Mr.  Sciamanna.  Well,  we'll  make  sure  we  do  that.  Okay. 

Senator  RiEGLE.  I  caught  that  message. 

Mr.  Sciamanna.  Are  there  other  questions  of  the  panelists  or  if 
we  don't  have  those  kind  of  questions,  any  questions  on  the  health 
care  issue  itself  or  comments?  Yes,  over  here. 

Spectator.  I  would  just  like  to  say  that  I  hope  that  when  this 
health  care  reform  goes  through,  that  attention  is  paid  to  the  co- 
pays  and  things  that  people  have  to  pay. 

Because  if  you  have  a  chronic  illness  in  your  family,  the  bills  are 
astronomical  and  it's  not  our  fault  that  they  are,  they  just  are.  And 
not  only  with  my  child  who's  immune  deficient,  I  have  a  father 
with  lymphoma  and  his  bills  are  starting  to  mount  up  also. 

And  if  there's  a  co-pay  on  every  procedure,  every  office  visit, 
every  whatever,  I'm  hoping  that  there's  some  type  of  a  limit  on  that 
so  that  we  can  afford  it. 

Mr.  Sciamanna.  Okay.  I  should  mention,  too,  that  as  you  make 
comments,  it's  being  taken  down  by  the  stenographer,  so  this  will 
be  part  of  the  record,  too. 

Are  there  other  comments  or  questions? 

BILL  GUTOS 

Mr.  GUTOS.  Can  you  take  a  very  general  comment? 

Mr.  Sciamanna.  Sure,  Bill. 

Mr.  GUTOS.  Mr.  Sciamanna,  we've  heard  a  lot  of  good  stuff  here. 
I  just  hope  that  everyone  is  cognizant  of  the  single  payer  that's 
starting  to  grow  throughout  the  country. 

But  we  know  that  Representative  McDermott  from  the  State  of 
Washington,  a  physician/psychiatrist  and  Senator  Wellstone  from 
Minnesota  are  sponsoring  that  legislation. 
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I'm  wondering  if  people  in  Michigan  have  heard  that  the  State 
of  Washington  has  put  a  single  payer  ballot  in  the  State  for  No- 
vember 8. 

So  with  that  and  then  also  if  you  haven't  had  a  chance  to  review 
the  Consumer  Report  magazines  for  July,  August,  and  September 
1992,  I  wish  all  of  us  would  take  a  look  at  that. 

But  again,  I'm  interested  in  getting  everyone  covered  and  the 
greatest  savings  to  everyone.  We  know  that  the  Budget  Office  and 
General  Accounting  Office  both  said  that  in  the  final  wash,  if  we're 
going  to  get  everyone  covered  at  the  greatest  savings,  we're  going 
to  have  to  go  single  payer. 

So  I  have  a  question  here  that  I'm  going  to  give  you  so  you  won't 
lose  it  in  Washington.  And  I  want  to  thank  everyone  here.  Thank 
you  much. 

Mr.  SciAMANNA.  Okay.  And  I  should  say  under  the  Clinton  plan. 
States  do  have  that  option  to  provide  single  payers  so  we  at  least 
have  that  in  the  plan  there  and  it's  a  key  issue. 

I  think  you  might  want  to  express  that  to  your  Congressman  to 
make  sure  at  least  that  stays  in  the  plan  that  States  have  that  op- 
tion. 

Mr.  GUTOS.  I  hope  you  noticed  that  the  Senior  Power  Day  plat- 
form is  endorsing  a  single  payer  approach  for  the  State  and  the 
Nation.  Thank  you. 

Mr.  SciAMANNA.  We  read  that  and  so  did  the  First  Lady  so 

Mr.  GuTOS.  I  thank  you. 

Mr.  SciAMANNA.  Any  other  comments  or  questions? 

Spectator.  This  thing  about  prescription  drugs  bothers  me.  The 
fact  that  drugs  made  in  America  can  be  sold  cheaper  other  places. 
It  kind  of  bothered  me. 

I'm  wondering  if  we  can't  make  some  arrangements  to  buy  our 
drugs  from  some  company  in  Europe  rather  than  buying  here  and 
get  them  cheaper.  You  know,  it  sounds  crazy  in  a  sense  but  it 
might  make  sense  just  the  same. 

Mr.  SciAMANNA.  Well,  some  of  those  drugs  that  are  being  sold 
cheaper  in  other  countries  are  being  made  here,  too. 

Spectator.  That's  what  I'm  talking  about. 

Mr.  SciAMANNA.  Yes,  and  that  is  a  really  big  issue  with  the 
Chair  of  this  Committee,  the  Aging  Committee,  Senator  Pryor.  The 
President,  too,  obviously  has  been  very  concerned  about  the  pre- 
scription drug  issue  and  the  problems  and  he's  used  some  of  the 
bully  pulpit,  if  you  will,  to  kind  of  address  that. 

But  that  has  also  been  a  concern  of  the  industry  and  being  op- 
posed to  a  national  pharmaceutical  program,  because  they're  afraid 
that  there  will  be  some  cost  containment.  Yes. 

Spectator.  One  more  thing.  I  attended  a  meeting  on  health.  I 
worked  for  a  company  for  35  years.  They  make  a  lot  of  medicine. 
This  gentleman  brought  about  made  in  the  United  States  and  you 
mentioned  a  lot  of  this  is  shipped  over  there. 

If  they  can  give  drugs  cheaper  to  those  people  over  there,  why 
can't  they  do  it  the  same  thing  here? 

I  attended  a  meeting.  There  were  three  meetings  in  Midland, 
Michigan.  And  I  worked  for  Dow  Chemical  Company.  We  make  a 
lot  of  medicine.  I  mentioned  to  a  lady — I  don't  know  how — I  didn't 
get  her  name — I  probably  will  before  it's  over  with. 
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But  I  mentioned  to  her,  brought  up  a  suggestion,  a  land  of  plen- 
ty, you  want  us  to  hold  our  medical  at  $2,000.  I  got  a  big  envelope 
of  them.  All  these  things,  that  goes  back.  A  lot  of  retirees  went 
there.  I  said  okay. 

I  even  told  my  president,  "I  don't  mind  bending  my  share,  but 
let  the  other  share" — this  is  what  he  is  talking,  "Let  the  big  fat  cats 
pay  their  share." 

Okay.  I  said,  "I'll  hold  it.  Why  not  set  up  a — the  most  con- 
centrated retirees  is  in  the  Midland,  Saginaw,  Bay  City  area  from 
Dow  and  Dow  Coming." 

I  says,  "Why  not?  Now  you're  asking  me  to  hold  my  line.  You  sell 
us  generic  drugs  cheap,  that  our  retirees  from  Dow  and  Dow  Cor- 
ning can  go  there  and  pick  them  up." 

Well,  they  send  us  down  to  St.  Louis,  Missouri.  I  have  a  pocket — 
a  card  in  my  pocket  express.  And  you  pay  more  to  send  to  get  the 
medicine  when  if  you  could  set  up  one  right  over  there.  She  said. 
"That's  a  good  suggestion."  I  just  thought  I'd  throw  that  in. 

Thank  you,  Mr.  Chairman. 

Ms.  Gallant.  Would  I  be  in  order  just  to  comment  on  the  con- 
cern of  the  high  cost  of  prescription  drugs? 

I  would  encourage  everyone  to  continue  to  write  their  Senators 
and  their  Congressmen  because  each  are  not  holding  special  meet- 
ings as  Senator  Riegle  has  seen  fit  to  do. 

So  that  is  an  option  that  you  have,  you  know,  not  one  card  but 
just  flood  their  offices  with  your  concerns  and  one  of  prescription 
drugs  is  a  very,  very  grave  concern  for  most  of  us. 

Dr.  O'Brien.  I'd  just  like  to  comment.  I  think  there  are  many  in- 
stances where  there  are  less  expensive  alternatives  to  rec- 
ommended drugs.  I  mean,  generic  drugs,  certainly  are  acceptable 
substitutes  in  many  instances. 

But  you  know,  given  the  competition  in  the  pharmaceutical  in- 
dustry, even  if  the  drug  is  not  exactly  similar,  I  would  challenge 
your  physician  and  say,  you  know,  "Is  there  something  comparable 
that  perhaps  is  less  expensive?" 

I  think  in  many  instances  physicians  when  they  write  a  prescrip- 
tion are  unaware  of  what  it  costs  at  the  counter  and  I  think  they 
need  to  be  educated. 

Mr.  Arnold.  Sir,  just  to  go  along  with  his  statement.  The  other 
side  of  that  coin  is,  there  are  some  highly  specialized  types  of  drugs 
that  you're  basically  monopolized  with  whatever  pharmaceutical  in 
our  case  where,  because  of  differences  in  production,  they  have  a 
different  effect  on  the  patient  that  receives  them.  So  you  do  not 
have  that  capability  available. 

Mr.  SciAMANNA.  Yes. 

Spectator.  I  would  like  to  say,  I  have  this  same  immune  defi- 
ciency that  Debbie  Arnold's  son  has.  I  am  32  and  I  look  fairly 
healthy  and  look  fairly  healthy  a  lot  of  the  time;  however,  my  ill- 
ness is  life  threatening.  I  have  several  other  chronic  illnesses. 

I  have  been — I  am  blessed  with  Medicare.  However,  20  percent 
of  my  Medicare  bill  every  month  comes  to  about  $300  to  $400, 
which  is  intolerable  for  me.  I  make  $580  under  disability  and  am 
not  functional  enough  to  work  all  of  the  time. 

With  regard  to  medicines,  I  have  three  medicines,  that  my  blood 
levels  were  so  uncontrollable,  given  the  generic,  that  I  could  not  be 


55 

given  those  medicines  because  it  became  life  threatening  because 
I  was  toxic  or  I  wasn't  getting  enough  of  it. 

Again,  Medicare  doesn't  cover  my  medicines.  We're  talking  hun- 
dreds of  dollars  every  month.  I  only  make  $580. 

So  I  would  like  it  to  go  on  the  record,  just  as  someone  else  said, 
that  deductibles  have  to  be  addressed  and  that  prescriptions  have 
to  be  addressed.  Thank  you. 

Mr.  SciAMANNA.  All  right.  And  if  that's  it,  if  you  have  anything 
you'd  like  to  submit — One  more? 

Spectator.  I  have  a  concern  about  Social  Security  disability.  I 
have  applied  and  been  denied  twice.  I  have  a  person  I  know  in  an- 
other State  who  has  applied  and  was  not  in  Michigan  allowed  or 
determined  to  be  disabled. 

When  she  moved  to  another  State,  she  was  disabled.  She  has 
many  less  disabilities  than  I  do.  Is  it  a  State  by  State  issue,  dis- 
ability, a  determination?  It  appears  to  be  to  me. 

Mr.  SciAMANNA.  It's  not  supposed  to  be.  It's  run  by  the  individual 
States  and  there's  been  a  number  of  problems  on  that  whole  issue. 
And  the  Social  Security  Administration  is  now  trying  to  implement 
a  new  process  that  will  speed  it  up  and  hopefully  help  people  like 
you. 

It  probably  took  you,  what,  a  couple  years  to  go  through  just 

Spectator.  I'm  still  going  through  it. 

Mr.  SciAMANNA.  You're  still  going  through  it? 

Spectator.  Yes.  And  it  seems  as  though  they're  not  knowledge- 
able about  a  lot  of  chronic  illnesses,  which  we  are  working  hard  to 
inform  them  as  to  our  limitations  and  the  cost  factors  involved. 

Ms.  Gertz.  You  should  be  aware,  too,  that  you  should  call  our 
office  because  Senator  Riegle  does  make  inquiries  on  individual 
cases  of  people  who  are  in  the  appeals  process  for  Social  Security 
disability,  so  certainly  give  us  a  call. 

Debbie  has  our  number  or  get  it  from  me.  I'll  give  you  our  card 
and  we  can  at  least  follow  your  process. 

Spectator.  Thanks  so  much. 

Mr.  SciAMANNA.  Okay.  If  no  other  comments,  then  you  can  sub- 
mit anything  you  have  in  writing  and  we'll  be  glad  to  get  an  an- 
swer for  you. 

Thank  you  for  coming. 

[Whereupon,  at  12:45  p.m.,  the  Committee  was  adjourned,  to  re- 
convene at  the  call  of  the  Chair.] 
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Senior  Power  Day  Platform 
resolution — national  health  care  reform 

Whereas,  Over  the  next  two  years,  one  out  of  four  Americans  will  be  without 
health  coverage  at  some  point,  and  there  are  currently  over  34  million  without  cov- 
erage in  the  U.S.,  of  which  5  million  are  children;  there  are  1  million  without  cov- 
erage in  Michigan,  of  which  300,000  are  children;  and 

Whereas,  Today's  system  discriminated  against  families  and  small  businesses.  In- 
surance companies  pick  and  choose  whom  they  cover.  Those  with  pre-existing  condi- 
tions can't  get  any  insurance  at  all;  and 

Whereas,  Only  20%  of  Americans  over  55  can  afford  long-term  care  insurance;  and 
only  IS'vc  of  those  age  65-79  can  afford  long-term  care  insurance;  and 

Whereas,  The  cost  of  lifesaving  prescription  drugs  has  been  rising  faster  than  any 
other  component  of  medical  price  index,  and  over  half  of  those  65+,  and  one-quarter 
of  those  under  65,  must  pay  for  prescription  drugs  on  their  own;  and 

Whereas,  Insurance  companies  charge  small  businesses  as  much  as  35%  more 
than  large  corporations.  Only  3  of  every  10  employers  with  fewer  than  500  employ- 
ees offer  any  choice  of  health  plan.  Millions  of  Americans  have  no  choice  today;  and 

Whereas,  25  cents  out  of  every  dollar  of  a  hospital  bill  goes  to  bureaucracy  and 
paperwork — not  patient  care;  and 

Whereas,  fraud  and  abuse  are  exploding,  costing  at  least  $80  billion  a  year.  That's 
a  dime  of  every  dollar  spent  on  health  care;  and 

Whereas,  Our  nation's  health  costs  have  nearly  quadrupled  since  1980.  Without 
reform,  by  the  year  2000,  one  of  every  5  dollars  spent  in  America  will  go  to  health 
care;  therefore  be  it 

Resolved,  That  the  federal  government  must  guarantee  that  all  individuals  have 
access  to  affordable,  high-quality  health  and  long-term  care;  and  be  it  further 

Resolved,  That  a  plan  be  developed  which  includes:  System-wide  cost  containment 
that  eliminates  cost-shifting  and  slows  the  explosive  growth  in  health  spending;  and 
Comprehensive  benefits  that  include  preventive  and  mental  health  care,  prescrip- 
tion drugs,  home  and  community-based  long  term  care,  nursing  home  care;  and 
Health  delivery  reforms  that  increase  access  to  care  in  underserved  areas  and  re- 
ward efficient,  high-quality  care;  and  be  if  further 

Resolved,  That  Senior  Power  Day  supports  the  six  principles  of  President  Clinton's 
HEALTH  SECURITY  proposal:  Security,  Simplicity,  Savings,  Choice,  Quality,  and 
Responsibility;  and,  be  it  finally 

Resolved,  That  a  single  payer  approach  for  the  state  and  nation  be  enacted  in 
1994  with  broad-based,  fair  and  affordable  financing,  so  that  government,  busi- 
nesses, and  individuals  all  pay  their  share  and  everyone  is  protected  against  the 
high  cost  of  care. 

RESOLUTION — NURSING  HOMES 

Whereas,  There  have  been  notable  improvements  in  the  quality  of  life  and  care 
in  nursing  homes  in  recent  years  through  the  efforts  of  committed  nursing  home 
owners  and  staff,  state  regulatory  agencies  and  better  federal  minimum  standards; 
and 

Whereas,  50,000  people  are  living  in  Michigan's  450  nursing  homes,  county  medi- 
cal care  facilities  and  hospital  long-term  care  units  and  should  be  treated  with  dig- 
nity and  respect  by  all;  and 

Whereas,  43%  of  the  people  who  became  65  in  1990  will  need  nursing  home  care; 
and 

Whereas,  Many  people  have  difficulty  in  finding  quality  nursing  home  care  in 
their  community  because  they  do  not  have  the  money  to  pay  for  care  for  as  much 
as  three  years;  and 
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Whereas,  Some  nursing  homes  refuse  to  fully  participate  in  the  Medicaid  program 
and  attempt  to  evict  residents  once  their  money  is  gone;  and 

Whereas,  Michigan  nursing  homes  earn  about  $1.2  billion  a  year  including  some 
$800  million  from  the  Medicaid  program;  and 

Whereas,  The  quality  of  nursing  home  care  is  dependent  on  the  number  of  staff 
members  providing  care;  and 

Whereas,  the  staffing  requirements  in  Michigan  nursing  homes  have  not  changed 
since  1978;  and 

Whereas,  Some  homes  do  not  meet  minimum  standards  of  quality;  and 

Whereas,  The  measure  of  a  great  society  is  how  it  cares  for  its  weakest  citizens 
and  how  it  regulates  service  providers  to  insure  the  highest  quality  of  care  and  serv- 
ices; therefore  be  it 

Resolved,  That  Senior  Power  Day  supports  state  policy  changes  to  require  every 
nursing  home  which  participates  in  Medicaid  to  open  all  of  its  beds  to  Medicaid  cer- 
tification; and  be  it  further 

Resolved,  That  Senior  Power  Day  supports  state  legislation  to  require  that  nurs- 
ing homes  admit  people  from  a  single  list  of  applicants  on  a  first-come,  first-serve 
basis  without  regard  to  the  applicant's  wealth;  and  be  it  further 

Resolved,  That  Senior  Power  Day  supports  state  policy  changes  and  implementa- 
tion of  a  system  of  sanctions  to  ensure  that  nursing  homes  comply  with  government 
standards.  These  sanctions  should  include  fines  which  increase  with  severity  and 
repetition,  bans  on  admissions,  monitors  to  evaluate  performance,  temporary  man- 
agers or  receivers  to  operate  a  home,  and  transfer  of  the  home  to  owners  capable 
of  operating  it  according  to  governmental  standards.  Closing  or  terminating  govern- 
mental funding  of  a  home  should  only  be  used  as  a  last  resort;  and  be  it  finally 

Resolved,  That  Senior  Power  Day  supports  the  enactment  of  proposed  state  legis- 
lation to  increase  the  number  of  nursing  care  staff  in  nursing  homes. 

RESOLUTION — IN-HOME  HEALTH  CARE  SERVICES 

Whereas,  The  aged  and  disabled  largely  prefer  the  comforts  of  home  to  any  health 
care  or  residential  facility;  and 

Whereas,  This  state  has  developed  and  implemented  two  programs,  care  manage- 
ment and  a  Medicaid  home  care  waiver  program,  which  assist  aged  and  disabled 
people  to  live  independently  and  safely  in  their  own  homes  and  apartments;  and 

Whereas,  The  care  management  and  Medicaid  waiver  programs  insure  that  aged 
and  disabled  people  have  personal  health  care  needs  met  as  well  as  home  delivered 
meals  and  a  clean,  comfortable  living  environment  with  home-cleaning  and  home- 
maintenance  assistance;  and 

Whereas,  These  two  programs  also  address  the  needs  of  family  care  givers  with 
respite  services  and  other  supports  so  as  to  continue  family  caregiving;  and 

Whereas,  These  two  programs  of  in-home  health  care  services  are  a  necessary 
part  of  a  full,  efficient  and  human  health  and  human  services  delivery  system  which 
guarantees  options  to  the  aged  and  disabled  and  their  families;  and 

Whereas,  Care  management  is  available  in  only  57  out  of  83  counties,  and  the 
waiver  program  serves  the  aged  and  disabled  residents  of  only  13  counties;  therefore 
be  it 

Resolved,  That  the  care  management  and  Medicaid  waiver  programs  must  be  ex- 
panded statewide  to  secure  the  complete  range  of  health  care  options. 

RESOLUTION — HOME-DELIVERED  MEALS 

Whereas,  Nutritionally  balanced  meals  are  vital  to  good  health;  and 

Whereas,  There  are  201  Michigan  municipalities  (counties,  cities,  townships,  vil- 
lages) or  parts  of  municipahties  that  do  not  have  some  delivered  meals;  and 

Whereas,  It  is  estimated  that  1/3  of  the  current  home  delivered  meal  clients  need 
an  additional  meal  daily;  and 

Whereas,  Although  the  1994  increase  in  funding  for  home  delivered  meals  are  a 
step  in  the  right  direction,  state  and  federal  funds  have  not  kept  pace  with  increas- 
ing demand  and  increasing  costs;  therefore  be  it 

Resolved,  That  home  delivered  meal  funding  be  increased  by  $5.5  million  to  meet 
the  needs  of  these  municipalities  and  clients.  We  call  on  both  the  state  and  federal 
governments  to  appropriate  the  funding  for  these  meal  services. 

RESOLUTION — TRANSPORTATION 

Whereas,  Accessible  and  affordable  transportation  is  necessary  for  promotion  of 
an  independent  lifestyle  for  all,  so  that  individuals  can  meet  their  health,  financial 
and  social  needs;  and 
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Whereas,  Agencies  and  all  levels  of  government  who  provide  some  transportation 
services  and  in  particular  special  transportation  services  need  to  coordinate  those 
services  in  order  to  most  effectively  utilize  taxpayer  dollars;  and 

Whereas,  Transportation  has  become  cost  prohibitive  for  the  older  citizen  of  low 
income  status  who  must  depend  on  public  or  volunteer  services;  therefore,  be  it 

Resolved,  That  the  Michigan  Legislature  and  the  Governor  approve  an  additional 
$1  million  for  specialized  services  for  the  elderly  and  handicapped  in  the  budget  of 
the  Department  of  Transportation,  to  be  used  to  expand  those  cost-effective  pro- 
grams that  use  volunteer  drivers;  and  be  it  finally 

Resolved,  That  all  agencies  and  all  levels  of  government  that  have  monies  for 
transportation  coordinate  all  services  so  that  the  maximum  number  of  rides  can  be 
available  at  the  lowest  possible  cost. 

RESOLUTION — AUTO  INSURANCE  REFORM 

Whereas,  It  is  a  necessity  for  most  Michigan  residents  to  drive  a  car  in  order  to 
keep  a  job  and  to  carry  out  daily  activities;  and 

Whereas,  Every  vehicle  registered  to  a  resident  of  Michigan  is  required  to  main- 
tain certain  automobile  insurance  coverage  by  law;  and 

Whereas,  Most  Michigan  residents  find  it  necessary  to  borrow  money  in  order  to 
buy  a  car  and  therefore  are  required  to  buy  additional  comprehensive  and  collision 
auto  insurance;  and 

Whereas,  Michigan  citizens  have  little  or  no  negotiating  power  as  to  insurance 
costs;  and 

Whereas,  Public  Act  143  of  1993  shifts  cost  of  injuries  to  Medicaid  and  encourages 
people  to  be  under-insured  and  therefore  shifts  costs  of  their  negligence  to  the  pub- 
lic; and 

Whereas,  Public  Act  143  does  not  include  enough  regulation  and  control  to  insure 
that  rates  will  drop  so  that  all  citizens  are  able  to  purchase  auto  insurance;  and 

Whereas,  Public  Act  143  was  not  subject  to  citizen  petition  and  vote;  therefore  be 
it 

Resolved,  That  we,  as  citizens  of  the  State  of  Michigan,  are  entitled  to  responsible 
representation  by  our  elected  officials  under  the  State  Constitution  of  1963  and  for- 
mally protest  the  Legislature's  passage  and  the  Governor's  endorsement  of  Public 
Act  143;  and  be  it  further 

Resolved,  That  we  are  in  favor  of  all  legal  efforts  to  repeal  Public  Act  143;  and 
be  it  finally 

Resolved,  That  we  request  that  the  Michigan  Legislature  immediately  enact  new 
auto  insurance  reform  legislation  which  negates  Public  Act  143,  retains  consumer 
rights  and  benefits,  lowers  premiums  through  accountability  and  sound  regulation 
of  auto  insurers,  and  eliminates  "redlining"  and  other  violations  of  the  Constitution 
from  the  Michigan  auto  insurance  system. 

RESOLUTION — HOUSING 

Whereas,  Housing  needs  change  with  age,  particularly  for  older  women  who  are 
more  likely  to  live  alone,  live  in  poverty  and  live  with  age-related  disabilities;  and 
Whereas,  Housing  for  the  elderly  must  be  affordable,  given  that  609c  of  the  single 
female-headed,  households  and  20%  of  households  headed  by  a  single  men  and  cou- 
ples have  incomes  under  $10,000;  and 

Whereas,  Housing  for  the  elderly  must  be  accessible  as  a  majority  of  older  adults 
prefer  to  live  out  their  years  in  their  own  homes;  homes  made  user-friendly  to  ac- 
commodate a  burgeoning  of  chronic  diseases  common  to  aging  (i.e.,  ramped  stairs, 
grab  bars  near  toilets  and  tubs,  non-slip  surfaces);  and 

Whereas,  Seniors  must  live  in  an  environment  secure  from  crime  and  near  medi- 
cal care,  public  transportation  and  shops  to  remain  independent  in  the  community; 
and 

Whereas,  Housing  policy  has  multiple  layers  of  authority  and  responsibility — fed- 
eral, state,  county  and  city — with  a  mix  of  statutes,  codes,  regulations  and  practices; 
therefore  be  it 
Resolved,  That  Senior  Power  Day  urges  support  for: 

A  renewed  federal  and  continued  state  commitment  to  new  construction  as 
well  as  maintenance  of  existing  public  housing.  President  Clinton's  proposed 
1995  budget  would  cut  $1  billion  from  the  Section  202  housing  program.  This 
would  reduce  the  annual  production  of  subsidized  housing  by  87%  from  9,000 
units  to  1,156  units; 

An  affordable  continuum  of  housing  alternatives  to  meet  diverse  needs  and 
provide  choice  (i.e.,  shared  housing,  subsidized  housing,  assisted  living); 
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A  strengthened  community-based  support  system  in  anticipation  of  implemen- 
tation of  national  health  proposals; 

Public  and  private  financing  mechanisms  for  weatherization,  home  repair  and 
renovation  programs; 

Increased  local  involvement  in  implementing  neighborhood  watch  and  related 
programs; 

Awareness  programs  aimed  at  utility  companies,  post  offices  and  other  agen- 
cies who  routinely  call  on  seniors  to  serve  as  a  support  to  those  in  need  of  help; 
and 

Ongoing  information  exchange  between  the  aging  community  and  managers 
of  housing  developments. 

RESOLUTION — COST  OF  UTILITIES 

Whereas,  Utility  costs  comprise  a  significant  portion  of  average  consumers'  ex- 
penditures, and  of  older  consumers'  spending  in  particular;  and 

Whereas,  Older  Americans  are  particularly  vulnerable  to  rapid  increases  in  en- 
er^  prices,  often  forcing  such  households  to  make  choices  among  basic  necessities; 
and 

Whereas,  The  Michigan  Public  Service  Commission  is  mandated  to  protect  the  in- 
terests of  all  customers,  the  State  legislature  must  continue  to  monitor  this  body 
to  ensure  that  the  interests  of  all  consumers,  especially  residential  consumers,  are 
well  represented;  therefore,  be  it 
Resolved,  That  the  Michigan  Public  Service  Commission  continue  to: 

Devise  rate  structures  which  provide  stable  revenues,  reflect  private  and  so- 
cial benefits,  distribute  costs  among  customer  classes  fairly,  are  not  unduly  dis- 
criminatory, and  are  simple  to  understand; 

Devise  cost  allocation  methods  which  appropriately  assign  investment  costs 
and  accelerated  depreciation  expenses  to  service  categories  responsible  for  these 
costs  and  expenses;  and  be  it  further 
Resolved,  That  the  federal  government  restore  at  least  its  past  funding  commit- 
ment to  energy  assistance  programs.  Under  the  1995  Clinton  budget,  the  Low-In- 
come Home  Energy  Assistance  Program  (LIHEAP)  would  be  cut  in  half — from  $1.5 
billion  to  $730  million;  and  be  it  further 

Resolved,  That  residential  consumer  rights  be  protected  at  Public  Service  Commis- 
sion rate  hearings;  and  be  it  finally 

Resolved,  That  the  government  ensures  essential  utility  services,  including  heat, 
light,  water,  power  and  communication  services,  are  affordable  for  all  households. 

RESOLUTION — LIFE-LONG  LEARNING 

Whereas,  All  Michiganians  describe  life-long  educational  opportunities  and  are  en- 
titled to  a  quality  education  which  can  only  be  attained  with  adequate  funding;  and 

Whereas,  Continuing  education  throughout  life  promotes  better  physical  and  men- 
tal health  for  persons  of  all  ages,  and  improves  everyone's  quality  of  life  in  the  com- 
munity; and 

Whereas,  Intergenerational  programs  promote  life-long  learning  by  bringing  chil- 
dren and  older  adults  together  to  enrich  education  and  benefit  both  age  groups;  and 

Whereas,  Life-long  learning  by  older  adults  promotes  community  involvement  and 
volunteerism;  and 

Whereas,  Life-long  learning  programs  also  help  to  utilize  and  mobilize  local  re- 
sources to  effectively  meet  other  senior  needs  such  as  civic  information,  nutrition 
and  socialization;  and 

Whereas,  Higher  education  alone  does  not  meet  all  of  the  learning  needs  of  most 
older  adults;  therefore  be  it 

Resolved,  That  the  Michigan  educational  system  assess  the  prevalence,  and  attack 
the  problem,  of  illiteracy.  Additionally,  there  should  be  support  for  the  use  of  older 
persons  as  paid  employees  and  volunteers  in  intergenerational  literacy  training  pro- 
grams; and  be  it  further 

Resolved,  That  the  Michigan  educational  system  increase  learning  opportunities 
for  older  persons  (credit,  noncredit  and  part-time)  at  community  colleges,  technical 
and  vocational  schools,  and  other  institutions  of  higher  education,  including  student 
financial  aid  for  qualified  older  persons,  the  ability  to  audit  courses,  and  public  in- 
formation programs  that  alert  older  persons  to  the  availability  of  such  opportunities; 
and  be  it  finally 

Resolved,  That  life-long  educational  opportunities  under  the  heading  of  commu- 
nity education  be  adequately  funded  and  provided  for  the  older  adult  learner  in 
their  neighborhoods  and  communities  thereby  providing  accessibility  and  famili- 
arity. 
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Other  Issues 

living  wills 

While  Michigan  has  enacted  a  law  for  durable  power  of  attorney  for  healthy  care, 
it  does  not  have  a  living  will  statute.  Therefore,  living  wills  have  no  legal  standing 
in  Michigan. 

A  living  will  is  a  signed,  dated  and  witnessed  document  which  permits  an  individ- 
ual to  authorize  in  advance  the  withholding  or  withdrawal  of  artificial  life-support 
measures  in  the  event  of  terminal  illness  or  injury. 

With  a  durable  power  of  attorney  for  health  care,  individuals  appoint  someone 
they  trust  to  make  decisions  on  their  behalf.  With  a  living  will,  individuals  state 
what  type(s)  of  treatment  they  want  or  do  not  want  in  the  event  of  becoming  unable 
to  express  their  wishes.  With  a  living  will,  however,  individuals  do  not  appoint 
someone  to  make  those  decisions  for  them. 

We  believe  that  competent  adults  have  a  fiindamental  right  to  control  decisions 
relating  to  their  own  health  care.  We  urge  the  state  legislature  to: 

Enact  legislation  which  recognizes  the  right  of  a  person  to  make  a  written 
declaration  instructing  his  or  her  physician  to  withhold  or  withdraw  life-sus- 
taining procedures  in  the  event  of  a  terminal  condition,  thus  legalizing  a  living 
will;  and 

Approve  a  state  mandated  living  will  form  which  clearly  spells  out  all  options 
available  to  a  person. 

INCREASED  FUNDING  FOR  THE  MICHIGAN  EMERGENCY  PHARMACEUTICAL  PROGRAM  FOR 

SENIORS  (MEPPS) 

We  urge  the  legislature  and  Governor  Engler  to  provide  additional  state  funds  in 
the  fiscal  year  1995  budget  for  the  Michigan  Emergency  Pharmaceutical  Program 
for  Seniors,  which  has  not  seen  an  increase  for  several  years.  As  of  February  1994 
there  was  a  waiting  list  of  over  4,000  low-income  seniors  who  need  drugs  but  are 
unable  to  get  MEPPS  vouchers. 

PRESERVING  THE  RIGHT  TO  PRIVACY 

We  recognize  the  effect  of  changing  technologies  on  the  daily  lives  of  our  citizens. 
We  are  especially  concerned  with  the  possibility  of  invasion  of  privacy  inherent  in 
the  indiscriminate  use  of  these  technologies.  We  advocate  for  the  preservation  of  the 
right  of  privacy. 

Adopted  March  4,  1994. 
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